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Abstract  
This constructivist grounded theory study initiates a program of research that focuses on 
the multilingual older adult with dementia and their caregivers. The study, guided by Systems 
transitions theory, explores how care is provided to this population within the community at the 
level of the situated individual using caregivers as a proxy for the experience of the cognitively 
impaired multilingual older adult. The Alzheimer’s Association indicated 5.7 million Americans 
are currently living with Alzheimer’s Dementia and estimated that 7.1 million Americans will 
have Dementia by 2025 (2018). Unfortunately, we are unaware of the prevalence of dementia in 
the US for people who are multilingual or speak a language other than English. Some gaps exist 
in health services associated with this lack of data and many formal and informal caregivers 
experience challenges caring for this population.   
Using a Charmazian grounded theory approach, data were gathered from a total of 14 
formal and informal caregivers of the multilingual cognitively impaired older adult population. 
Participants shared their stories through semi-structured individual interviews that were audio 
recorded and transcribed for textual analysis. This study identified Cultural Translation as the 
process that occurs as the informal caregivers, usually family members, seek services in the 
community and educate formal caregivers and providers on varying cultural norms such as food 
practices, personal space, eye contact and physical interactions. Six themes emerged from this 
study that are interrelated and underpin the process of cultural translation. These are: Cultural 
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translator, Seeking help, Cultural identity, Presence, Rigid healthcare system, and Mitigating 
relationships. The challenges caregivers experienced, along with the recommendations on how 
to approach the care and services provided to this population are presented within the framework 
of Systems Transitions Theory. These findings indicate a need to increase access to interpreters 
using a variety of methods, the need to recognize the role of the caregiver as cultural translator 
and the need to develop cultural translation interventions that can be tailored to and accessible by 
a variety of formal and informal caregivers. Due to the themes that emerged and informed 
Systems Transitions Theory, a new name also emerged to reflect the process of cultural 
translation. Systems Transitions Theory will be referred to in the future as Systems Transitions 
Theory of Cultural Translation in Healthcare.  
 
 
The form and content of this abstract are approved.  I recommend its publication. 
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INTRODUCTION TO POPULATION AND RESEARCH INTEREST 
Introduction 
The United States is a country filled with English as second language speaking 
immigrants of varying ages. This population of immigrants will age in the US and the healthcare 
services needed to support them as they age will reach beyond the acute care setting; such as 
outpatient surgery or hospital stays where language and interpreter services are most readily 
accessible via phone or in person interpreters. This chapter will introduce the population of 
interest, the associated context in which the relevance of the knowledge is sought and why that 
knowledge is significant.  
Finding effective ways to provide community-based services to English as second 
language speakers in a community or homecare setting will be a challenge. The current 
healthcare system is attempting to cope with an increasing aging population; this is noted with an 
increase in emergency departments catering to the older adult and recent published guidelines 
designed to standardize the requirements for adult emergency departments (Hwang, & Morrison, 
2007, The American College of Emergency Physicians, The American Geriatrics Society, 
Emergency Nurses Association, and the Society for Academic Emergency Medicine, 2014). 
With the growth of the older adult population, the US will see a growth in the need for elder care 
services including home care, adult day, assisted living and long-term care. Researchers discuss 
the discuss the “Sliver Tsumani” essentially referring to the rapid growth of the older population 
within the US and the US health care’s systems lack of resources to support this populations 
health care needs (Bartels and Naslund 2013, Cruce 2012 and Delafuente, 2009). Bartels and 
Naslund (2013) discuss the need for primary care and mental health providers prepared to care 
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for older adults, while Cruce (2012) discussed the need to include the needs of older adults in 
healthcare education. Delafuente (2009) discussed the need for pharmacist to develop their 
knowledge and increase the understanding of the unique circumstances of older adults. These 
articles, while relevant, neglected to include immigrant older adults, or older adults who speak a 
language other than English in their data.  
Another indicator for increased attention to the healthcare needs and services of older 
adults is the rise of Alzheimer’s and other types of dementia associated with this population as 
they age. This is not to imply that aging leads to dementia, but rather due to the contributions of 
healthcare research, improvements in healthcare technology, the efficacy of pharmacological 
treatments, and the focus on improved health the life expectancy of older adults in the United 
States has increased. Again, the population of non-English speaking aging individuals with 
dementia in the US deserve attention and further study. 
Literature Review 
Multilingual Older Adult 
According to the United States Census Bureau the older adult population should 
double from 40.2 million to 88.5 million by 2050. Another statistic to consider is that the number 
of people 65 years of age who speak a language other than English is estimated at 5.3 million by 
the American community survey in a report published in 2010 (Ortman, Velkoff & Hogan, 
2014). As this population ages, their healthcare needs may lead to unique challenges including 
difficulty with communication due to a lack of English proficiency or difficulty communicating 
in English related to cognitive decline. Cognitive decline can be related to Dementia, and other 
neurological disorders. In fact, previous research has indicated that multilingual adults with 
dementia usually revert to their primary language (McMurtray, 2009, Hyltenstam & Viberg, 
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1993). The phenomenon of language reversion was the premise for further study in Australia, 
were the researchers sought ways to provide community services to multilingual populations. 
They indicated that lack of cultural understanding, lack of communication or knowledge of 
services and proximity of services contributed to the barriers for use (Tipping & Whiteside, 
2015). 
  As the monolingual and the multilingual older population increases each will face similar 
challenges including changes in cognitive abilities such as dementia (Hinton, 2002). Some of 
those challenges will differ simply due to the language abilities in the multilingual population. 
Dementia is a disease leading to a decrease in the ability to conduct and complete abstract 
thought. The decline is severe enough to have a negative effect on a person’s autonomy and self-
control (Alzheimer’s Association, 2012). Dementia also affects the family members caring for 
loved ones with the disease due to loss of work productivity as informal caregivers, cost of 
formal caregivers and the potential changes in quality of life for the caregiver (Kuo, Lan, Chen & 
Lan, 2010; Mitchell et al., 2012).  
     The Alzheimer’s Association published data providing relevant information on the 
prevalence of Dementia in the United States (2018). They have indicated that there are 5.7 
million Americans currently living with Alzheimer’s Dementia and have estimated that 7.1 
million Americans will have Dementia by 2025. Mitchell, et al. (2012) have projected that by 
2050 an estimated 13 million people will have the same diagnosis, this was supported by the 
Alzheimer’s Association which estimated that 13.5 million people will have dementia by 2025 
(2018). Alzheimer’s dementia is the most common type under the umbrella of “Dementia” as a 
disease causing cognitive impairment, however there are many other types of diseases associated 
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with cognitive disorders such as Parkinson’s Disease, Vascular Dementia, Chronic Traumatic 
Encephalopathy and Huntington Disease (Alzheimer’s Association, 2018). 
 While the United States healthcare system attempts to implement ways to be more 
cognizant of its diverse population, more work is required, and the information previously 
provided supports this notion (U.S. Department of Health and Human Services Office of 
Minority Health, 2014). Healthcare organizations are required to demonstrate how they 
accommodate and provide culturally and linguistically appropriate care; however, this care has 
not met the needs of the multilingual cognitively impaired older person, and their caregivers.  
Linguistic Challenges 
 Research conducted within the linguistic community indicates that language attrition, 
(also considered language erosion) occurs in the multilingual cognitively impaired elderly, and 
that this requires further exploration (Goral, 2004, Kave, et al., 2008, McMurtray, 2009). 
Linguists suggest that we must differentiate between language retrieval and language 
comprehension when evaluating language attrition (Goral, 2004). Language retrieval (also 
known as lexical access) refers to the ability of the speaker to select a word within a language 
when needed without significant hesitation, meaning there is no increase in the idiomatic “ it’s 
on the tip of my  tongue” phenomenon (Nicholas et al., 1996).  Language comprehension refers 
to the person’s ability to understand and process terms within a language; in this instance they 
may be able to understand but may not be able to speak the language (Crystal, 2008). The 
distinction between language retrieval and language comprehension has not permeated the 
healthcare community, yet it is an important piece of information to know when communicating 
with multilingual cognitively impaired populations.  
5 
 
 According to the linguistic community, healthcare professionals should be using terms 
such as “low language comprehension” “low language retrieval” and “low language access” 
when searching for data on multilingual older adults with cognitive impairment.  The terms 
would be appropriate when attempting to distinguish between understanding a language versus 
difficulty verbalizing a thought in a specific language. Low language comprehension can be 
identified when the person’s responses do not seem to match the discussion. Low language 
retrieval and low language access can be recognized when the person is actively engaged in a 
discussion but has trouble retrieving the words wanted to communicate effectively.  (Crystal, 
2008, De Bot & Makoni, 2005). 
Challenges Ahead 
 The nursing community has not yet accurately characterized the multilingual older 
population. This situation compounds misunderstanding and suggests limited insight due to an 
anemic body of research in this population. Thus, increasing awareness to address the scope of 
the problems, the barriers to improvement, and potential solutions are important initiatives to 
take on.  
Communication challenges occur during the aging process, whether in monolingual or 
multilingual adults. Nurses are on the front line of home and community-based care of older 
adults and providers to a growing and aging multilingual population. Hence, nurses will require 
an understanding of the concepts of low language retrieval, low language access and low 
language comprehension, and how they can affect patient care and patient adherence to care. 
Distinguishing between, language comprehension and access are fundamental to developing 
strategies to deliver care to this group.  Increased awareness is only the first of many steps to be 
taken, to alleviate this issue. Further research is also required to identify the needs of this 
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population as they have not had an opportunity to voice their needs (Hinton, 2002). The needs 
may include home care services, acute and long-term care, short term rehabilitation, primary 
care, behavioral and nutritional services. The access to these services is not only one factor but 
also how care can be provided within those environments by formal and informal caregivers, 
along with healthcare providers.  
Dyads 
 The literature suggests that many older adults who speak a language other than English 
are cared for at home by family and friends also known as informal caregivers. These are people 
who are not compensated for their support but provide it due to familial and cultural expectations 
(Pyke & Bengtson, 1996).  An increase in dyadic support is recognized in the dementia 
caregiving literature (Belle, et al., 2006. Judge, Yarry, Looman & Bass, 2013. Moon & Adams, 
2013; Wisniewski, et al., 2003) and studies have indicated that the closeness of the relationship 
can yield positive outcomes for the care receiver while indicating negative outcomes for the 
caregiver such as fatigue (Reinhard, Feinberg, Choula & Houser, 2015; Fauth, et al.,2012). This 
conclusion was also supported in a metasythesis by Graneheim, Johansson, and Lindgren (2014) 
indicating that the caregiver experienced responsibility, a sense of familial duty to care for their 
loved one. The emotional toll from that sense of responsibility also lead to feeling of loss and 
mourning of the family member due to the changing relationship. There was also a sense of guilt 
and shame for having those feeling and the decision to place their loved one in long term care. 
These emotions and their influence is also noted by Sebern and Whitlatch (2007) as they focus 
on the positive and negative effects of dyadic relationships on the caregiver and care receiver.  
Researchers who study caregiver strain, caregiver burden and the services for older adults 
are aware that dyadic relationships among the care recipient, and the caregiver carry significant 
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stressors that affect work, family, psychological and financial cost (Belle et al., 2006. Mitchell, 
2012; Maseda, 2015). However, the majority of these studies have not thoroughly explored the 
challenges experienced by those who speak a language other than English or are part of the 
immigrant population. Research programs such as the Resources for Enhancing Alzheimer’s 
Caregiver Health or REACH have allowed researchers to seek some data to support how care 
could and should be provided to people with dementia, while also seeking ways to support their 
caregivers (Schultz et al., 2003. Wisniewski, et al., 2003).  
 Belle et al., (2006) conducted a study under the REACH program that focused on 
ethnicity and caregiving. This was a randomized control trial that sought to include people from 
diverse backgrounds specifically Latino, and African American subjects to evaluate the efficacy 
of certain tools in determining caregiver burden and depression. This study, while meaningful, 
did not address certain aspect needed to improve healthcare services to the multilingual 
cognitively impaired population. In fact, the literature search performed in several databases 
(Pubmed, EMBASE, Googlescholar, MedLine) does not seem to provide qualitative data 
indicating that research is moving forward in a direction that will be beneficial and resourceful 
for this unique population.  
Researchers in other countries have begun to explore the needs of this population. 
Researchers such as Eckman (1993) and Hallberg et al., 2013 have initiated this work in their 
respective countries within the European continent, however the research regarding the needs of 
the multilingual cognitively impaired older adult and their caregivers has not been an area of 
focus in the US. In Sweden Ekman, Wahlin, Norberg and Winblad (1993) indicated that formal 
caregivers experienced challenges with communication because the formal caregiver had 
difficulty understanding their patients since they often mixed the languages. Language mixing is 
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a component of dementia and can make communication challenging with monolingual patients, 
as complexity increases when the person speaks more than one language and does not share the 
similar cultural norms. Hallberg et al, (2013) indicated that mapping the healthcare system to 
identify the services available to the multilingual older adult with dementia was necessary to 
meet their unique needs.  
The needs identified for that population of dementia patients at the time included having 
a trusting and positive relationship with their caregivers; this was achieved primarily when the 
caregiver understood and spoke the patients’ language. Ekman, et al., (1993) elaborated that 
positive relationships had attributes such as the promotion of “trust, autonomy, initiative, 
industry, identity, intimacy, generativity and integrity” (p.49).  Further analysis provided by 
Ekman indicated that trust was demonstrated when the caregiver approached their patient at their 
level. Autonomy was demonstrated when the caregiver supported their patient in decision 
making and reiterated to their patient that they had choices.  Initiative was supported by the 
caregiver when they supported their patient when they took the lead in conversation, activities 
and decision making. The caregiver also supported their patients in industry which was 
demonstrated when patient was encouraged to be independent in performing task whenever 
possible. As care is provided the caregiver uses the patient’s name and asks questions; these are 
ways in which identity is supported. Intimacy is demonstrated when the caregiver seeks eye 
contact, gently touches the patient and awaits the patient’s physical response or verbally answers 
to ensure they are in sync or that the patient is engaged in communication. The ability to 
demonstrate generativity is a bit more ambiguous, however Ekman, et al. (1993) ascribe 
behaviors such as engaging the patient in discussions about their life and what they have done as 
positive attributes. Lastly demonstrating integrity is associated with a willingness of the 
9 
 
caregiver to share their life story with their patient and to allowing those interactions to lead to 
engaging discussions.   
My goal is to launch a similar initiative within the United States. This initiative would 
begin to inform our healthcare system and its stakeholders on how to meaningfully support this 
population and their caregivers. Understanding this phenomenon and its potential solutions is 
imperative for a multilingual, multicultural aging population.  
Summary 
How the healthcare system provides services to its older adult population will be a 
challenge. However, it is a challenge that stands to benefit a population that can be deemed 
vulnerable due to the significant changes with cognition and the considerable risk for fatigue 
with the caregivers. I address components of this study by first presenting how I developed the 
foundation for Systems Transitions Theory in Chapter two. Then I discuss the methodology 
applied in the study in chapter three and the findings provided through participant interviews in 
chapter four. I will situate the themes and levels of this study within the structure of Systems 
Transition Theory in chapter five.  Lastly, I will attend to the conclusions, strength and 











SYSTEMS TRANSITIONS THEORY AND ITS GUIDING FRAMEWORK 
Introduction 
 This chapter begins with a discussion of Transition Theory and Bio-Ecological Systems 
Theory; and includes a literature review of nursing-focused studies that have used both theories. 
The second section examines in greater depth the state of the science related to dementia, 
caregiving and communication to outline the foundations of Systems Transitions Theory.  Lastly, 
I introduce Systems Transitions Theory along with a summary of how caregivers communicate 
with individuals living with dementia. 
 Two theories serve as guiding frameworks for Systems Transitions theory; Transitions 
Theory developed by Afaf Meleis and Bio-ecological Systems Theory developed by Urie 
Bronfenbrenner. These theories and their current applications are the next topics of discussion. 
Transitions Theory by Afaf Meleis 
Transitions theory focuses on the thought that “nurses deal with people who are 
experiencing transition, anticipating transition or completing the act of transition” (Meleis, 2012, 
p. 100). Transitions denote a change in health status, in role relationships, expectations and/or 
abilities; they can be situational, developmental, health or illness events (Meleis, 2012). Meleis’ 
research interest in the United States healthcare system and its lack of knowledge regarding the 
needs and concerns of the immigrant population were well supported using this theory; Thus, 
using Transitions theory.  Thus using Transitions Theory to influence the development of 
Systems Transitions theory while focusing on the multilingual cognitively impaired older 
population and the United States healthcare system is a logical approach. 
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Transitions theory has several categories denoted by the experience of the person, group 
or community. Transition is divided into four categories health/ illness, development, 
organizational and situational. Health/illness transitions are physiological changes leading to 
alterations in life course (Meleis, Sawyer, Eun-Ok, DeAnne, & Schumacher, 2010). 
Developmental changes are cognitive changes that indicate an alteration in thinking such as the 
transition from childhood to adolescence, and adulthood to mature adulthood. These tend to lead 
to significant changes in self-perception for the person experiencing it. Organizational 
transitions are defined by Meleis (2010) as those that occur within the organization where the 
person is actively engaged or working. Organizational transitions may be related to changes in 
leadership or greater social changes that affect the organization such as a financial crisis 
decreasing the stability of the organization (Meleis, 2010). Lastly situational transitions are 
usually precipitated by the additions or the loss of a family member requiring the person to 
redefine their roles in life (Melies, 2010).  
Transitions theory tends to focus on the individual providing significant guidance on how 
to potentially identify life and role changes within individuals. However, aggregating that data to 
a systems level requires further investigation of attributes, and more accurate delineation 
indicating when a transition is no longer an individual change but one that requires a system to 
change in order to accommodate population or community needs. 
Urie Bronfenbrenner’s Bio-Ecological Systems Theory 
 The Bio-Ecological Systems Theory developed by Urie Bronfenbrenner has five levels 
going from the individual to the Macro-Systems levels while focusing on children’s 
development. This theory focused on studying the interactions between human children, adults 
and the varying systems within which they interacted such as schools. Bronfenbrenner states that 
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“Human development takes place through processes of progressively more 
complex interaction between evolving biological human organism and the person, 
objects, and symbols in its immediate environment. The form, power, content, and 
direction of the proximal processes effecting development vary systematically as 
a joint function of the biopsychological characteristics of the developing person 
(Bronfenbrenner, 1999, p.5).  
Each level within the Ecological Systems Theory is described here: 
a. Microsystem: This level focuses on the population of interest, in this case 
children. Its attention is directed towards the groups that could have a strong 
influence or effect on the development of the child. For example, schools, 
teachers, religious organizations, and community influences are microsystems.  
b. Mesosystem: This level is an intermediate level focused on the relationships 
and interconnections between the Microsystems and the Exosystem. The 
interconnections include the relationships among the children’s family 
members, and friends.  
c. Exosystem: This level involves links between a setting in which the child does 
not play an active role. For example, a child’s home or family life may be 
influenced by their parents work, their parents or extended families 
community or political activities.  
d. Macrosystem: This level defines the culture in which individuals live 




e. Chronosystem: This level is a patterning of events including transitions over 
the life course of the child. For example, any life event that causes a 
fundamental change in life patterns, or thinking would be included on this 
level.  (Bronfenbenner,1995). 
The Ecological Systems theory is a multilevel theory that allows movement from the 
individual to the community and eventually to a larger system where evidence can be 
aggregated. This theory provides important concepts and can guide the development of a middle 
range theory that could yield significant results for the population of interest.  Bronfenbrenner’s 
theory has been applied to guide research in the older population that focuses on aging in place 
(Greenfield, 2012).  
In the theory presented in this study, the population of interest will be the multilingual 
cognitively impaired person. The focus of the initial work begins with the caregiver as the unit of 
analysis, as caregivers can provide great insights regarding the care of this population of older 
people within their own environments. The objective is to learn about providing care and seeking 
services for this population from the caregivers’ perspective, while also gaining insights to 
inform the development of Systems Transitions Theory.  
Systems Transitions Theory 
 The Systems Transitions Theory is guided by the philosophy that individuals experience 
transition at all life stages. Transition is precipitated by health, relationship, situational or other 
life events. Transition can also occur in the home, in organizations, communities, or 
governmental agencies. Individuals may need access to varying systems when experiencing 
transition. Individuals tend to experience change in groups surrounded by close friends, family, 
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even strangers and systems should support individuals, groups, and populations during all stages 
of transition. Cognitively impaired individuals experience transition at all stages of impairment. 
Transition is precipitated by changes in life patterns such as cognitive difficulties for 
undiagnosed cognitively impaired individuals. Cognitively impaired individuals may access the 
healthcare systems due to a negative life event or situation. Transition is experienced by the 
cognitively impaired individual and their family members, friends, and support systems making 
this a shared experience. The health care system should support cognitively impaired individuals 
and their family caregivers during all transitions. Each level connects with the other; thus a 
transition period exists between each level allowing researchers to determine the time and signs 
that indicate a need to move to the next level. There are currently six levels encompassing 
Systems Transitions theory and a description of each level is provided below:  
Levels within the system: 
 From inner to outer levels 
a. Individual- located at the individual level are close family members, friends, and 
potentially neighbors who have the person’s best interest in mind. They interact 
consistently and are often intimately aware of the individuals’ current life challenges. 
b. Micro-Transition- In this level the focus is on the interactions of the caregivers and 
family members whose presence can determine their overall purpose and influence. 
This level also allows the researcher to identify the dynamics and sphere of influence. 
c. Meso-Transition - in this level the focus is on the relationships and interconnections 
between the Micro-Transition and the Exo-Transition level. This level links the 
relationships and evaluates the influence stemming from the micro-transition and the 
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exo-transition levels to determine how people are affected or influenced by those 
interactions. 
d.  Exo-Transition - In this level the focus in on the influences beyond the individual; 
these indirect influences are identified and evaluated. Indirect influences could 
include religious, community and government agencies. 
e. Macro-Transition- In this level the culture and context that influence the person’s or 
the populations ‘environment is identified and evaluated. The culture may not be one 
where the person or the population belongs; here all cultural and contextual 
influences are identified. 
f. Chrono-Transitional Level- This is a time continuum and does not belong to a 
specific level. Rather it identifies triggers that would indicate life changes for the 
individual while also identifying quantifiable patterns leading to escalation of issues 
and problems to other levels within systems transition theory. Chrono-transition 
allows researchers to look at life events within the community, the family or the 
person with dementia to look for any patterns. These patterns may help identify life 
events that determine the need for services, or the need to expand community 
resources by local government. For example, any life event that causes the person 
with cognitive impairment to think they have cognitive impairment, or their family 
members to change their living patterns to “check in or checkup” on another family 
with cognitive impairment would be identified as a trigger in this area. The trigger 
based on how often it is seen within the community can be used as a measure to 
evaluate other communities. Thus, chrono transition allows the gathering of aggregate 
16 
 
data to study the validity of a potential trigger in other communities. eventually 
prompting healthcare or evidence-based policy changes. 
Systems Transitions Theory: Individual Level as a Starting Point 
 Developing and building a theory requires a starting point that can inform the researcher 
by providing a theoretical map for future research. In the case of the Systems transitions theory, 
the starting point will be the individual level. This level focuses on the multilingual cognitively 
impaired population and their informal caregivers. This level will provide the blue print for the 
development of all future levels because the research will involve informants who would have 
lived or will be living through the experience of caring for a multilingual older person with 
dementia. Their experiences will provide the foundation for theory development and may 
provide insight on how the links can be made with other levels of Systems Transitions Theory. 
Aims and Assumptions 
Obtaining a clear perspective of the daily challenges from the life experiences of the 
caregivers of this study allowed the researcher to hear first-hand about what is important to this 
population of caregivers. This type of research guided by grounded theory provided data unique 
to the population, the context in which they live, the culture, the interaction with members of the 
healthcare community and how those interactions positive or negative influence their decisions 
as they attempt to navigate the health care system. The purpose of this study was to theorize how 
caregivers provide support including healthcare services within the community to multilingual 
cognitively impaired older adults or multilingual older adults with dementia. The specific aims 
included: 
1) Understanding how caregivers communicate with the multilingual older adult.  
My assumption was that communication with caregivers who speak the same 
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language make care easier and using translation services would also benefit 
this population. 
2)  Understand how caregivers interpret the actions and expressions of the 
Multilingual older adult care recipient.  My assumption was that the caregiver 
must pay attention to the person’s facial expressions, body language and tone 
of voice to determine if communication is occurring and if communication has 
been effective.  
3) Understand how the caregiver determined that an event or incident was 
significant enough to seek medical assistance for further evaluation regarding 
the person’s cognitive status, or cognitive abilities.  I assumed that most 
institutional placements for multilingual older adults with dementia would be 
relatively low. In other words, most family members would like to keep their 
loved one in the home as long as they were able to maintain safety, including 
prevent falls and wandering.  
4) Understand how the caregiver selected services from their community to 
support the needs of the person in their care. My assumption was that deciding 
on community services is based on whether the services can be provided in a 
language that the patient can understand, including cultural factors.  
5) Lastly, to inform the development of the individual level and potentially 
others levels of Systems Transitions Theory. 
This type of data cannot be obtained through other forms of qualitative research methods 
because such data are not well published. The life experiences cannot be sought using 
phenomenology because the lived experience may not be well described by someone with 
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cognitive impairment. The use of Ethnography would not be justified here because this issue or 
challenge is not confined to one culture. The United States is a heterogenous, not homogenous 
country and it would be inappropriate to think that this issue is only experienced by one culture. 
Thus, to focus on immersing myself in a specific culture would not be useful because I would not 
produce the data needed to inform theoretical development in this case. These assumptions lead 
to the use of Grounded Theory with a constructivist view as developed by Dr. Kathy Charmaz. 
Not only have the assumptions for this study guided my selection of Constructivist Grounded 
Theory, my worldviews and firsthand experiences interacting with my population of interest 
have also led me in that direction. These statements are expanded in the next chapter.  
Summary 
In summary, this chapter outlined the components of Systems transitions theory, 
delineated the aims and purpose of the study and theorized how data from this study could be 
applied to inform certain areas of the theory. The primary levels of foci for this study are the 
individual level and the micro-transition level by proxy. In the next chapter, I discuss 
Charmazian Grounded Theory as the methodology applied for this study and explain the reason 









 The purpose of this chapter is to explain the research method applied during this study 
and to situate my worldview as co-constructor of the research based on life experiences including 
experiences in healthcare and as an immigrant to the United States. The research method selected 
is called Constructivist Grounded Theory (CGT). Constructivist Grounded Theory was 
developed by Dr. Kathy Charmaz and I refer to her form of Grounded Theory at times as 
Charmazian Grounded Theory. CGT allows me to acknowledge how the study and its outcomes 
could be influenced by my worldview which may provide some insight regarding how I may 
interpret the data collected. Part of my responsibility as co-constructor is to gather the data and 
determine critically whether the data supported my assumptions, as described in a later chapter. 
Next, I discuss Constructivist Grounded Theory as the research method, how this method 
allowed me to acknowledge my experiences as a certified nurse assistant interacting with people 
within this population. 
Researcher’s Worldview 
As an immigrant to the United States, my experience in healthcare has provided 
significant insight on how the healthcare system works, and how immigrants may interact with 
the healthcare system. My perspective is unique because I am a product of the US education 
system having completed my Nursing education from the Associate to the Graduate level in the 
United States. Due to this education, I have a profound understanding of the philosophical 
underpinnings of the Healthcare system; however, my background as a Haitian immigrant 
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affords me some insight on where and how the culture of the healthcare system and varying 
cultures within the United States may clash.  
 My worldview has developed based on firsthand experiences as an immigrant female 
minority living in the United States. Those experiences have allowed to me be open minded, 
self-aware, and empathetic towards others. My worldview has also been influenced by my 
upbringing and culture from living in Haiti and in the Unites States. After defining my world 
view within an Ontological and epistemological perspective, I explain its influence on how I 
approach research. These views usually remain a tacit aspect of research; however, in this case 
they must be revealed since they affect my perception of the world that I interact with. My 
thought is that people deserve to be heard, their stories are meaningful and can help us improve 
as a society. This study is the application of that worldview manifested through my work as a 
novice nurse scientist. My unique world view supported participants as they voiced their 
experiences living and caring for people who have dementia and speak a language other than 
English. The research methodology applied in this research, Charmazian Grounded Theory, is 
the next topic of discussion. 
Grounded Theory Methodology 
A Grounded theory approach using the Charmazian method was applied in this study. 
This method was selected due to its constructivist background that allowed the researcher and the 
participants to be recognized as co-constructors of data and analysis (Charmaz, 2006). 
Constructivist Grounded Theory is also a critical inquiry that draws on pragmatism which 
prioritizes’ structural context’s, power arrangements, and collective ideologies within such co-
construction exists (Charmaz, 2016.p. 35) Grounded theory focuses on “the patterns of behaviors 
in which people engage” (Breckenridge, Jones, Elliott, and Nicol, 2012.p. 65), which is the 
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primary reason for choosing the method. This method allowed the researcher and the participant 
to interact in a way that recognized the researcher, due to family history and interactions at work,  
may be seen as a co-contributor of data. This method provided the guiding principles for 
identifying points of data to develop interview questions, gather rich data through interviews and 
critically analyze the data (Charmaz, 2006). Using Grounded theory methods to guide this 
research supported the researcher’s goals of not forcing biased views on the themes that emerge 
from the data. CGT connects theorizing and research practice, joining critical analysis with 
peoples’ lives to render an interpretation of multiple socially constructed realities through 
language, systems processes, and social actions influenced by expressions of their experiences.  
Constructivist Grounded Theory allows the researcher to acknowledge the fact that 
research is conducted under pre-existing conditions whether structural or political. It 
acknowledges that the researcher has certain perspectives, based on life experiences, or 
privileges that may influence research processes (Morse at al, 2009). The researcher must take 
the needed steps to outline those perspectives through memo-writing or memoing. Memoing is a 
crucial step in the research process for grounded theory because it requires the researcher to 
capture their thoughts, make links, compare language and incidents where needed in order to 
formulate questions and develop insights (Charmaz, 2006). Essentially, through constant 
comparison the researcher identifies the attributes that define instances. This leads to theoretical 
sampling which allows the researcher to identify and define concepts as they emerge from the 
data provided by the participants (Bryant and Charmaz, 2012). 
Participant Recruitment 
 The focus on the individual level of the study is on the experience of the informal and the 
formal caregivers. An informal caregiver is someone who is not compensated for supporting or 
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providing care to the Non-English or English as a second language dementia care receiver. An 
informal caregiver can be a family member, neighbor or friend involved in the person’s care. A 
formal caregiver can be a direct care staff member within the healthcare system, who has a title 
or a license that indicates the ability to be paid formally for the service they are able to provide to 
a patient (in this research a patient who has dementia and speaks a language other than English). 
A formal caregiver can be a person who works in any area of healthcare and is compensated for 
their services or is hired by a family member to care for a person with Dementia who speaks 
another language. Both formal and informal caregivers contributed to the data in this study and 
provided perspectives that allowed me to gain insight regarding the challenges associated with 
caring for the multilingual cognitively impaired older adult. In the following discussion I present 
the varying strategies applied to recruit this population of caregivers, the challenges faced during 
the recruitment process, and how the political climate affected recruitment.  
  Participant recruitment was conducted using posters that were shared and posted in many 
community organizations and local churches. Index recruitment cards with the same information 
were distributed by multidisciplinary care professionals within a home care organization, and an 
adult day program. The designated home care organization has a caseload of approximately 300 
patients with a diagnosis of dementia. Approximately 120 of those patients speak a language 
other than English such as Spanish, Russian, Greek or Bosnian. I was invited to speak about my 
population of interest where a number of adult day program representatives would be present 
regarding my work. At my presentation, two additional adult day program directors indicated 
they were willing to share my recruitment cards within their organizations  
These organizations allowed me to post information regarding the study along with 
contact information for potential participants to volunteer for the study. Several programs are 
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based in Rural counties in Upstate New York, and the staff from these organizations were tapped 
to access and recruit the caregivers of people who speak a language other than English. Two 
other programs were located downstate close to New York City and catered to a Spanish 
speaking population.  
The home care organization provides nursing, occupational and physical therapy, 
nutritional support and social work services in three counties, which increased the potential to 
reach informal and formal caregivers from varying ethnicities and languages. Two of the 
organizations were within a one-hour drive between the cities of Utica and Syracuse New York. 
In such a rural community the distance between resources available to support the needs of the 
caregivers and the care receivers were a factor. Thus, it seemed logical that finding participants 
within the area should include similar distance considerations. The other organizations were 
approximately three hours away from Syracuse New York. A few additional participants were 
located outside of New York State. The other participants were located in the States of Colorado, 
Massachusetts, and Illinois.  
The index recruitment cards were also shared with colleagues who could disseminate my 
information with other contacts to recruit more participants. I asked colleagues from all aspects 
of my previous work experiences to share my index cards with others, anyone who they thought 
could reach my population of interest in any way. The recruitment index card contained my 
information and directed all potential participants to contact me using the email or phone number 
listed. Thus, only those who were interested in sharing their experiences and stories contacted 
me.  
 Participant recruitment required significant planning, including meetings with the leaders 
of several organizations to explain the need for research, the population of interest and how their 
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respective organizations could be helpful without taking on any risk. Meetings with leaders for 
the local chapter of the Alzheimer’s Association, two refugee centers, and a Home Care 
organization yielded positive understanding of the low risk for the organizations with high yield 
for the healthcare community. They expressed their understanding for the need for research and 
often shared their own examples regarding challenges working with adults who spoke a language 
other than English and were cognitively impaired. These organizations and leaders best 
understood the importance and potential significance as the participants shared their experiences. 
They realized participants could inform ways to improve our healthcare services though 
understanding, and eventually awareness, of their unique needs. 
 This study’s intent was to understand the behaviors and events that triggered the informal 
caregivers to seek help, including seeking medical attention, support for daily or weekly home 
health services such as house cleaning, grocery shopping, and activities of daily living. I sought 
to understand how the services were selected to meet the needs of the person living with 
dementia. Other gains from this research included how the caregivers determined what services 
were needed and how these services met their expectations. The flexibility of data generation 
described herein highlighted the benefits of using Grounded theory to guide this qualitative 
study. The data collected provided crucial factors that contributed to the development of the 
individual level and other levels of Systems Transitions theory as describe in my findings.  
 The study was guided by the responses, memories, and actions of the participants as they 
described and explained their experiences.   Once collected, I organized the data, defined terms 
as they were interpreted and corroborated with the participants to develop themes and concepts. 
Then, I reviewed the literature to gain more understanding of the terms and potentially the 
themes as they emerged from the participant interviews. The basic process for this research was 
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to develop questions to stimulate discussion from the participants. Once questions were 
answered and data was collected, the interviews were sent for transcription. During the interview 
I took notes simply to focus on participant statements that I thought were important and needed 
follow up or probing. I also took notes to document thoughts, words and statements that jumped 
out at me. I used those words, and statements to code or to develop themes.  
 An audit trail was constructed to document the processes and maintain consistency on 
how I began and ended interviews. I also documented the questions asked and how I modified 
the questions based on coding and analysis of previous interviews. I compared my thoughts on 
interviews and memos; I was able to determine if I had similar thoughts, or if the participants had 
similar experiences. If initial thoughts or words stood out, they were first listed as codes. I 
decided if the words and statements that jumped out at me were similar and after several 
interviews I labeled them as themes. As the interviews progressed I categorized similar codes 
into themes allowing the participant’s responses to guide my decision and support thematic 
development.  
Upon completion of the final analysis, findings will be disseminated through this 
dissertation and manuscripts and presentations to share with likeminded people who have an 
interest in dementia and older adult healthcare services. I believe this research will be valuable to 
healthcare providers, community leaders and others who seek to improve the care they provide in 
multilingual, multicultural communities such as Meals on Wheels programs, home care service 
providers, assisted living and long-term care organizations to name a few.  
Participant Criteria 
 I outlined several minimum criteria for potential participants to consider prior to 
volunteering for the study. To be selected as a study participant, the person had to be an informal 
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or a formal caregiver for someone who had dementia and spoke a language other than English 
for a period of three months or more. A person could also participate in the study if they cared 
for someone who had dementia and spoke English as a Second Language or was considered 
multilingual for at least three months or more. 
 Many of the participants selected for the study were ESL speakers; all were cognitively 
intact, able to read and understand English, and able to legally provide consent to participate in 
the study. All of the participants were 18 years of age or older, had taken care of someone who 
was cognitively impaired with a diagnosis of dementia within the past three months or more, and 
had cared for that person for several months. Others were English only speakers who cared for 
patients who were ESL speakers or multilingual and had dementia.  
    Simply put, the caregivers were given instructions for all aspects of the interview process 
and were given the opportunity to ask questions. They all indicated they understood that they 
were providing consent to participate in a study where interviews were being conducted to gather 
data. The participants were assured that their names would not be made public, and that they 
would have an opportunity to review a transcript of the interviews they provided if requested. 
The participants were also made aware of the fact that they could withdraw their participation at 
any time during the study. If a participant decided to withdraw, they were told their interview 
would be destroyed, and their quotes would be removed from the data collection. While this 
situation did not occur, several potential participants who expressed interest in being interviewed 
and passed the preliminary questions prior to interviewing opted not to participate in the study. 
These individuals decided not to participate because they feared potential negative outcomes 
related to their immigration status due to participation. The Trump administration’s stance on 
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immigration fueled those fears and several news outlets provided evidence regarding the effects 
of the administrations views.  
 An article written by Journalist Julianne Hing from the Nation a weekly political journal, 
discussed Trump’s terms used during the presidential campaign, and how those terms should be 
noted within a historical context. In the article President Trump is quoted stating that he wanted 
to maintain the immigration level from varying countries at “historical norms” harkening back to 
the language used in the 1920’s. The rhetoric led the US government to develop quotas for the 
number of immigrants that were allowed in the country based on the percentage of people 
represented in the US census in the 1890’s. The law allowed more immigrants to be accepted 
from the Northwestern regions then from the Southern and Eastern European regions (2017). 
This report is supported by the president’s comments expressing his frustration with lawmakers 
for supporting protections for immigrants from certain African countries, and from Haiti and El 
Salvador stating “Why are we having all these people from shithole countries come here? Why 
do we need more Haitians?...Take them out…” The president then recommended that the United 
states should accept more people from countries such as Norway because they would be more 
likely to help the US economically (Dawsey, 2018).   
Kimberly Amadeo a journalist associated with an online paper called The Balance, 
reported that President Trump supported a Senate bill that curbed legal immigration by 
prioritizing potential legal immigrants based on skill level, the ability to speak English and the 
ability to be financially self-sufficient (2018). At the local level, an online news article provided 
an update regarding the activities of immigrations agents at a regional transit center. The reports 
indicated that immigration agents were boarding buses and asking people who looked foreign for 
their documents and their legal status. The attorney who was interviewed for the article 
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explained that only brown skin people were asked those questions, not the Polish or the Eastern 
European immigrants (Willis, Miller, MCallister. 2018) All of these highlight the current 
President’s focus on immigration reform using an America first narrative while simultaneously 
disparaging immigrants from African and Central American countries.  
Recruitment in a Trump Era of Immigration Reform 
I did not anticipate a challenge for recruitment based on immigrant status for this study, 
however the hostile immigrant climate had a negative effect on participant recruitment.  One 
participant admitted feeling fearful that their previous employer would be able to determine that 
they were referring to that organization. Others feared that their work visas would not be 
renewed if they participated in the study thus threatening their livelihood. Finally, several 
potential participants opted not to participate because they feared their student visas, or their 
work permits would not be renewed or revoked if they participated. Despite my explanations of 
the process and reiterations that participants could review transcripts to confirm that their names 
were removed, that organizational information including work and school information would be 
removed, none of those assurances were enough to appease their fears. The fear of retaliation in 
an anti-immigrant climate was reinforced for one potential participant in particular. This 
potential participant recounted that they were attending an information session provided in a 
religious community setting that would focus on the immigration policies of the Trump 
administration. At this meeting they described being questioned by local police regarding the 
purpose of the meeting, and the intended audience for whom the session was prepared. The 
potential participant emphasized that they would not participate in the study as the fear instilled 
by that previous experience was significant enough to deter their participation. Despite my 
willingness to offer all data for their review and to offer confidence in maintaining anonymity 
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regarding the data to be applied during the study, the fear overrode their willingness to enroll in 
my study. 
 Several news outlets reported on the fear of immigrants under the Trump administration 
and the extent to which those fears may be affecting immigrant families. National Public Radio 
known, as NPR, reported that legal immigrants who were already required to wait five years for 
assistance in the form of food stamps refused to accept those services for fear that their 
immigrant status would be in jeopardy (Fessler, 2017). Another news story, written by Schmidt 
(2018) with the Washington Post, reported that a Polish physician who had been living in the 
United States legally as a permanent resident faced imprisonment and deportation for a 
misdemeanor crime committed 20 years earlier. This person had no family members in Poland 
and did not know how to speak Polish. Stories like this fueled fear in the immigrant population; I 
fully understood their fear and did not press for their participation. This political climate made 
recruitment more challenging and lengthened the time anticipated for participant recruitment. 
Finally, I submitted a successful amendment to the University of Colorado Multi-Institutional 
Internal Review Board (COMIRB) to remove the signature line from the study consent, and to 
decrease the minimum number of participants needed to complete the study. The COMIRB 
reviewed my request and approved the changes to the consent form and minimum number of 
participants in April 2018. 
 Another perspective was provided by one participant who expressed why immigrants 
may have a general fear of the government. For this participant it seems the fear of the 
government may have been fostered in their own country which makes navigating their way in 
the United States a challenge. One participant conveyed this message, clearly stating: “When the 
government is knocking on your door, you’ve done something wrong…If the Department of 
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Health is knocking on your door asking what’s wrong with your grandmother and why she’s 
fallen three times in the past month, like what are you doing? You’re scared.” When the fear has 
been fostered in their home country and the politics in the United States become hostile for 
immigrants, the fear is valid. To the immigrant caregiver this situation carries real consequences. 
As indicated, part of the recruitment plan included handing out printed index recruitment 
cards with simple questions, a phone number and email to the multidisciplinary staff members 
from the Home care and the community organizations to share with potential participants as they 
made home care visits. I was given permission by the administrators to post recruitment 
information on three dementia caregiver focused Facebook pages, and was invited share the 
recruitment Index recruitment cards at an Eldercare conference in Central New York. Caregivers 
were not excluded from participation based on gender, ethnicity, or cultural background. 
Caregivers were given added information as needed for support, and participants would have 
been refereed to mental health, and adult protective services should the need arise. Planning for 
such events was important as it allowed the researcher to interview participants prepared with a 
number of potential resources if needed. For example, a participant who spoke of feeling 
overwhelmed or depressed would have been provided information for local licensed social 
workers for support. Again, this situation did not occur. 
Data Collection 
 The initial plan submitted with the study proposal was to seek interviews with 
approximately 25 people. Instead 14 interviews were completed, based on the participants 
responses I was able to follow the iterative process for constructivist grounded theory and 
perform discriminate interviewing with selective coding (Charmaz, 2006; Brenckenridge, 2009). 
I also noted several studies using Charmazian grounded with similar sample sizes including a 
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study with thirteen participants which focused on how transgender adults envision parenthood as 
a part of their lives (Doussa, Power & Riggs, 2015).  
Participants were interviewed using various modalities: one participant was interviewed 
using a video conferencing tool, seven were interviewed by phone, and six in person. All 
interviews were recorded via hand held voice recorder or using the recording feature if video 
conferencing was used.  To evaluate the data, I had a printed transcript of the interview, and 
listened to the recordings while reading the transcripts to identify themes, triggers or critical 
incidents. While listening to the interviews I also listened for hesitations, times when participants 
smiled, or laughed. I attempted to verify variations in tone of voice between the recordings, the 
transcripts and what I wrote in my notes during the interviews. I often summarized what 
participants stated to confirm that I understood their statements, and to make it apparent how I 
arrived at my next thought and thus the next question. This pattern of behaviors for conducting 
interviews allowed me to verify the accuracy of the thoughts and statements shared by the 
participants (Charmaz, 2008). This also allowed me to record thick descriptions and capture the 
context of the messages being conveyed by the participants.   
These data collection methods supported the accuracy of what was heard in the recording 
and helped identify the themes using specific locators within the recordings. The quality of the 
data gathered was rich, accurate, had context confirmed by the participants, and were reflexive 
(Richards, 2011).  Triangulation was supported using transcript and recordings of the 
participants, by using that process I could easily verify their statements. I could also correct the 
statements on the transcripts using the recordings if the words were not clearly articulated for the 
transcriptionist. I was also able to ask the participants to elaborate if needed on their thoughts 
when further clarification was needed based on their statements. All participants were offered the 
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opportunity to have a copy of their interview transcripts prior to initiating the interview, but all 
declined.  
 This study initiated a program of research meant to support Non-English speaking or 
English as a second language (ESL) communities within the United States by providing data that 
outlines their experiences as they move through the current healthcare system seeking services 
for those with dementia. The study can also initiate a platform for further discussion and inquiry 
regarding this community and their needs. 
Interview Process 
 The interviews were initiated by asking participants open ended questions such as:  
1) What events made you believe that your loved one needed assistance? 2) What lead you to 
seek assistance medical or otherwise for your loved one? 3) How did you decide on the type of 
service that would be helpful for your loved one? 4) Can you describe the visits with Physicians 
and other healthcare providers? 5) How well does the communication occur between the 
provider and your family member? 6) Tell me about your typical day caring for somebody who 
has dementia and speaks another language? 7) By initiating interviews with these questions, I 
was seeking the participant’s perspective of their experience (Charmaz, 2010. Morse et al, 2009).  
Other follow-up interview questions included: 8) What do you think people should know about 
your experience caring for someone who speaks a language other than English and has 
dementia?  9) What do you believe is an important part of being a caregiver for someone who 
speaks a language other than English in the US? 10) What kind of support would you like for me 
to be aware of? 11) Do you have any advice to share related to this experience?  12) What type 
of education did you perform to support the caregivers who were interacting with your loved 
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one? 13) What tools did you find beneficial when other caregivers where interacting with your 
loved one?  
All interviews were recorded either in audio recordings or notes. The notes were 
transcribed into computer files.  Interviews lasted an average of 68 minutes, initial interviews 
were longer. I supported and actively listened during initial interviews, this allowed the 
participants to direct the interview. As I reviewed the transcripts, memoed, and worked on the 
audit trail, I improved by interview skills and was better equipped to manage the interviews to 
remain in the anticipated timeframe. All participants offered the opportunity to set up another 
call or answer more questions if needed. During the process of the interview I remained in an 
open minded, non-judgmental stance, and encouraged the participants as they described their 
experiences in their own words in order to gather rich data. I used memoing to write thoughts 
and determine when to go through the data for focused coding (Charmaz, 2006) including 
identifying potential biases as the interviews and the analysis of the data proceeded.   
Data Analysis 
 The process for analysis of the data or text provided by the participants was guided by 
applying Charmazian grounded theory. Memoing was important in this process as it allowed me 
to quickly write statements, and terms that caught my attention. It allowed me to capture 
thoughts, review them at a later time and process what was happening as the data was being 
gathered. As analysis of the data occurred I could review my memos, reflect on what brought 
that particular thought or word forward at that time them determine if I noticed a pattern in the 
data I collected. This form of analysis, constant data comparison, contrast of data, and thoughts 
continued throughout the life of the study and allowed me to remain immersed in the data. 
Immersion in the data helped me determine when to follow up on ideas regarding the patterns I 
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noticed through analysis (Charmaz, 2006). As a novice researcher I struggled initially to allow 
the data to emerge, I was tempted to explore every code; as Miles and Huberman (1994) state “if 
you don’t know what matters more, everything matters” (p.55).  I assumed incorrectly that every 
code was essential, many of which were similar but stemmed from varying perspectives and 
categories of research participants, in my case formal and informal caregivers. In the end I 
recognized that some codes could be combined or placed in the same theme, because they 
conveyed the same concepts although the statements and behaviors differed. The meaning 
guiding those behaviors and statements were associated with the same outcomes and thus needed 
to remain with the same theme.    
The data were analyzed using line by line, and section by section coding initially to learn 
about the world from the participants’ point of view. Gaining an understanding of the 
participants’ thoughts helped me understand varying patterns of behavior, of actions or terms that 
could be used to develop themes (Charmaz, 2010. Morse, 2009). Insights derived from the 
coding process were further developed with follow up interviews at times to clarify details or 
verify the accuracy attributed to a term or pattern. Throughout the research process I continued to 
use memoing to reflect on thoughts, document perceptions based on participants’ behaviors as 
they verbalized them. I also clarified thoughts as they occurred such as asking participants to 
confirm my interpretation of their statements and stories. I waited for them to clarify or confirm 
my initial impressions. I was attentive to their facial expressions and tone of voice as they 
described their experiences.  Memoing was also used to identify moments of reflection, moments 
that document times when the data were messy and unclear. Writing memos also fostered the 
recognition of links between phrases, terms, and patterns of behavior as I attempted to 
understand the behavior and the logic of the participants’ perspectives.  
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Axial coding was then applied, meaning coding of subcategories based on initial 
identification of broad categories. As the research proceeded, some of the subcategories were 
combined (Charmaz, 2010). The analysis of data in Grounded Theory requires the researcher to 
clarify the meaning of terms or phrases, because the language used by the participants has 
meaning unique to them. The participant has a perspective fueled by life experiences that provide 
a unique understanding of their world. My role as the researcher is to understand that 
perspective, develop themes and concepts from the data and bring them to the research 
community to inform those who wish to support the multilingual cognitively impaired older 
adult. As Charmaz (2011) states “methodological stance involves empathetic understanding to 
discover how people construct their lives, and why they act as they do” (p. 292). The result of the 
analysis was a development of themes that are reflected in the findings and discussion, beginning 
with Chapter four. The analysis also provided data to inform several levels in Systems 
Transitions Theory which will be discussed in chapter five.  
Credibility and Rigor 
 Credibility and rigor were achieved by maintaining a pattern of behaviors and a set of 
documents to demonstrate consistency as the primary investigator and research conduit in the 
study. I maintained an audit trail throughout to outline how and why decisions were made, 
including the next set of questions to lead with for future interviews, what questions were 
important and which participants to follow up with for another interview (Miles & Huberman, 
1994; Richards & Morse, 2012). I also maintained a journal to document my thoughts and 
potential biases as attempted to understand and process the data provided by the participants. I 
developed memos that allowed me to focus on codes, to look at how they presented themselves 
in the data, and to see when they manifested by different participants. Memos were pivotal in the 
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study process and prompted me to interact with the data, to grapple with the message and 
underlying links being presented by varying participants (Charmaz, 2006).  Memo writing also 
helped me capture conflicting perspectives, to determine how to proceed in the study and when I 
had collected enough data to consider saturation for an aspect of the study. Please refer to the 
examples of data in the form of memos and notes are in Figures 2 and 3 respectively.  
 Throughout the data collection and analysis phase I held numerous discussions with my 
mentor Dr. Jacqueline Jones regarding the process and confirmed several codes identified in the 
study through multiple coding. Multiple coding or triangulation as described by Barbour is the 
process of having another researcher review segments of data to gain a degree of concordance or 
disagreements regarding insights provided by the data (2001). 
Summary 
 Learning from others through interviewing is an incredible gift in a manner of speaking. 
I consider it a gift because it is an opportunity to hear another’s observation of the world through 
their lens (Weiss, 1994). Interviewing for research affords a level of depth to experiences that 
may be similar which affirms assumptions, or foreign and heightens the insights of the 
researcher. Both outcomes informed me and enriched my knowledge of the multilingual 
cognitively impaired older adult population and the lives of their caregivers. In the next chapter I 
present the findings of the study, while pointing out noteworthy codes and their relationship to 








 In this chapter I outline the findings of this investigation focusing on multilingual older 
adults with cognitive impairment or dementia and their caregivers. The study identified that the 
process of cultural translation describes the patterns of behavior caregivers used to bridge the 
needs of cognitively impaired multilingual older adults and access to services or resources to 
meet those needs. The objective was to understand what fueled the caregiver’s decision to seek 
help regarding diagnosis, seek help with services in the community and, determine what services 
they needed to provide care in the home. The study also informed several levels of the 
development of Systems Transitions Theory. Themes and sub-themes that form the elements of 
the cultural translation process and the interrelationships between them are presented in 
Appendix E. Each theme and its associated sub-theme(s) are not hierarchically ordered and so 
they are presented in no particular order here. The following section begins with an 
understanding of my role as co-constructer of this new knowledge followed by a description of 
each of the themes and its sub-themes. 
This chapter is focuses on the major themes and indicates the sub-themes and participant 
statements that contributed to these themes. The sub-themes were identified based on what stood 
out to me as the investigator and co-contributor to the study. I acknowledge my part as co-
contributor in this study because, as stated by Richards and Morse, “When experience brings a 
particular research problem to the fore, it will drive the study” (2013, p. 142). In this case, my 
firsthand interactions include caring for multilingual older adults with Dementia and being 
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surrounded by others who consistently questioned why someone who lived and worked in the 
United States for forty years or more would not speak to them in English. 
Researcher as Co-Constructor 
Formal Caregiver Experience 
 I was a certified nurse aid when I began interacting with the Multilingual Older Adult 
with Cognitive Impairment or Dementia in a way that allowed me to be aware of the disease 
process. At the time I had completed my first year in nursing school and was working on a unit 
in long-term care where many of the patients or residents had a history of Alzheimer’s dementia. 
Some of the residents had held positions in banking, while others had their own businesses and 
had been in the United States for decades; however, they spoke in their primary language which 
was predominantly Italian or Greek. My fellow staff members often questioned why residents 
who had been living in the US for so long would now interact or speak primarily in a language 
other than English. They seemed frustrated that the resident would answer in a different language 
and would often request that they speak in English, so they could understand them. I offered a 
theory stating that the residents had dementia and could possibly be more comfortable in the 
primary language or simply “forgot” the English words they needed to communicate in that 
language. While that theory was not well received, that experience inspired my interest in 
learning other languages such as Spanish. While these experiences highlighted my initial 
recognition of dementia’s effect on the multilingual older adult, my first experience occurred 
with a family member, my paternal grandmother.  
Personal Experience 
My paternal grandmother had dementia and unfortunately, I was in nearly ten or eleven 
when I realized that there was something different; a bit off about my interactions with her. She 
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still hugged me when I saw her but didn’t address me or my father by our correct names. My 
grandmother lived in the United States with my aunt, she knew who I was and often remembered 
me when I visited her. Once diagnosed with dementia she would forget who I was and would 
confuse me with one of my aunts. In retrospect I realize that meant that she still knew that I was 
a part of her family. My parents explained that she had a disease that affected her memory and I 
didn’t grasp what that meant at the time. Years later while in nursing school and working as a 
nursing assistant on a dementia unit, I finally understood what dementia was and how it affected 
the people who had it. 
Those experiences eventually led me to focus on this research, and the need to investigate 
how care is provided for a multilingual older adult who speaks a language other than English. 
From my analysis of data described in the previous chapter, I have identified six themes such as 
Cultural Translator; Seeking Help; Cultural Identity; Presence, Rigid Healthcare System, and 
Mitigating Relationships. 
Participant Introduction 
 Fourteen individuals decided to participate in this study; they were recruited using 
snowball sampling as described in the previous chapter. After obtaining approval for the study 
from the Colorado Multiple Institutional Review Board, I shared the COMIRB-approved 
recruitment index card (Figure 4) with people who had access to the population of interest. The 
potential participants were given the index cards and determined for themselves their interest in 
participating in the study. Recruitment occurred over a nine-month period. The fourteen people 
who met the criteria for participation had completed the recruitment cards in Appendix D.  were 
approved by the COMIRB and shared with clinicians from varying organizations and varying 
community organizations to seek participants.  
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Participant Recruitment Outcome 
The participants who met the criteria had a mixture of experiences as a formal or 
informal caregiver. Some cared for a loved one with Dementia who spoke another language and 
cared for similar patients in their work setting, allowing them to have some varying perspectives 
to contribute to the research. Others were formal caregivers who actively worked with 
multilingual cognitively impaired older adults on a weekly basis. Several others were informal 
caregivers caring for family members who had dementia and spoke a language other than 
English. The table below outlines participant attributes related to this study. Note, names are 
pseudonyms that I selected for the participants.  
 I interviewed fourteen participants, three were male, and eleven were female. The 
participants had varying ethnic backgrounds, two were of Jamaican descent. Two participants 
were of Haitian descent, two were of Greek descent, three had Latin American backgrounds, one 
was of Italian descent, and one was of Japanese background. Lastly, five were caregivers with no 
identified ethnic background and spoke only English. The languages spoken within this group of 
participants was important to highlight their experiences when communicating and caring for 
people who spoke a language other than English. The years they have spent caring for others 
who spoke another language was also an important detail to capture. All this data helps highlight 
the amount of experience being shared by this group of people as they share their experiences 
and tell their stories, please review table 1 which highlights the participants attributes.  
Participant Profiles 
 All participant names have been changed to protect their anonymity, the list of names is 
protected in a password protected electronic file. The handwrite list initially used to assign 
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names has been shredded and discharged. The only remaining record of the participants identify 
with their names in the electronic password protected electronic file.  
Participant Number 1-Taylor 
 Taylor is a formal caregiver and has been in healthcare for approximately twenty-two 
years. She has worked in long-term care and exudes a calm demeanor. Her primary language is 
English and she communicates in a friendly casual tone of voice. She has cared for people who 
were bilingual at work and has actively sought ways communicate with her patients and their 
family members in a way that is supportive to the patient and satisfactory to the family.  Taylor 
makes it clear that her area is still very homogenous, but the need for translation services is 
important and necessary when the ability to communicate with a patient is related to a language 
barrier.  
Participant Number 2 - Tanner 
 Tanner is a formal caregiver and has been in healthcare for twenty years. She has worked 
in acute and long-term care. Her primary language is English, she is professional and 
communicates in a matter of fact and pleasant tone of voice. She often refers to her experience in 
acute care when speaking of her experiences caring for older adults with dementia who speak a 
language other than English. Tanner highlights the potential barriers to using translator services 
with this population. She indicates that at time a translator with the appropriate dialect is 
unavailable or that the awareness of a language barrier was not apparently until the patient was 
ready to be seen making setting up translation services difficult.  
Participant Number 3 - Charlie 
 Charlie is a formal caregiver who has been in healthcare for nine years. She has a upbeat 
orotund tone of voice and has been in healthcare for approximately 9 years. Her primary 
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language is English, and she has always wanted to learn another language. She has interacted 
often with people who did not speak English as a primary language, that has always made her a 
bit regretful for not pursuing another language to learn and increasing her ability to communicate 
with others. She indicates that using a translator while providing care increased the time needed 
for the care to occur, however the ability to communicate clearly outweighed the extra time 
required.  
Participant Number 4 - Peyton  
 Peyton is a formal caregiver who has been in healthcare for at least fourteen years. His 
primary language is English, and he is cheerful, with humorous and friendly tone of voice. He 
draws most of his memories for this interview based on his experiences providing care in the 
home. He tries to communicate pertinent information to the healthcare team when caring for 
people who speak another language but recalls that caring for the multilingual older adult was 
especially challenging in a number of ways. He highlights to need for extra time to convey 
messages and ensure that the family understood the care and teaching provided.  
Participant Number 5 - Addison 
Addison is an informal caregiver, he has worked as a mechanic but recently began caring 
for his grandmother who is bilingual speaking Spanish and English. Like his grandmother he 
bilingual and speaks Spanish and English fluently. He has fond memories of his grandmother 
growing up, and still sees his grandmother's personality but has noticed a shift on her daily 
interactions.  He highlights the need to give his grandmother the time needed to complete task at 





Participant Number 6 - River 
River is both a formal and an informal caregiver, she has been in healthcare for 
approximately twelve years. She is the primary caregiver for her mother who speaks Spanish and 
English. She is upbeat, and often speaks in a cheerful voice at times thick with emotion. Her 
experiences with the multilingual older adult with dementia is vast. She interacts with this 
population on a daily basis and also cares for her mother and mother in law both of whom have 
dementia. River explains that dialects when translating for others is also important as this helps 
clearly convey the concept being communicated between cultures. 
Participant Number 7 - Harley 
 Harley is both a formal and informal caregiver who has been in healthcare for at least 
twenty years. Her grandmother who has dementia is Jamaican and speaks Jamaican Patois, 
Harley is fluent in both. Harley cared for her grandmother at home for approximately three years 
in the United States. Her grandmother expressed her wish to return home to Jamaica often as her 
dementia progressed and her family supported her wishes. Harley believed that being in Jamaica 
was especially beneficial for her grandmother to feel at home, at ease and to be surrounded by 
people who understood her culturally including her food preferences to maintain her appetite. 
Harley communicates with a calm demeanor and has a caring and gentle tone of voice. She 
draws on her experiences caring for her grandmother and caring for people with dementiawho 
speak another language to share her stories.  
Participant Number 8 - Kyle 
 Kyle is a formal caregiver with approximately 5 years of experience caring for 
multilingual older adults with dementia. Her tone if often cheerful and she exudes a warm 
demeanor. As she tells her stories, she highlights memorable interactions and events with her 
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patients and their family members. She is nostalgic when discussing her patients, she remembers 
their personalities and how they changed as the dementia progressed.  Kyle focused on 
developing caring relationships with her patients to better understand and know how to care for 
them using their facial expressions.  
Participant Number 9 - Bailey 
 Bailey is a formal caregiver, who has been in the healthcare industry for at least 7 years. 
She has had several interactions with the multilingual older adult with dementia. Her goals when 
caring for patients are to connect with them and ensure that they are well cared for, are 
comfortable and experience little to no pain. She speaks with serious and modulated tone of 
voice. She shares her stories from varying healthcare positions as she recounts her experiences.  
Participant Number 10 - Micah 
 Micah is an informal caregiver who has helped care for his mother in law for at least nine 
years. He and his wife share the caregiving responsibilities. They speak English and Creole; 
however, his mother in law communicates primarily in Creole. Micah speaks in a casual manner 
and his tone of voice conveys a respectful and calm demeanor.  
Participant Number 11 - Nico 
 Nico is an informal caregiver who has been providing care for her mother for nine years. 
She understands Italian; however, English is her primary language. Her mother communicates 
using both English and Italian, this varies throughout the day. Nico’s tone of voice is friendly, 
and often becomes thick with emotions as she recalls her interactions with her mother. Nico’s 
husband also supports her mother’s care and health, she often translates words spoken by her 




Participant Number 12 - Emerson 
 Emerson is a formal and informal caregiver, who has cared for her grandmother at home 
for at least four years. She works in healthcare however her interactions with multilingual older 
adults with dementia is minimal. She explains that while she can provide services for this 
population in the home, they are most often cared for by family members. Emerson speaks 
English and Creole, but grandmother communicates primarily in Creole. Her tone of voice is 
cheerful, melodic and she often recounts stories that are humorous when thinking about her 
interactions with her grandmother.   
Participant Number 13 - Winter 
 Winter is an informal caregiver who has cared for her mother for at least eight years. 
Winter speaks Greek and English. Her mother who also spoke both languages gradually reverted 
to speaking only in Greek. She has a casual demeanor and speaks in a modulated, upbeat tone of 
voice.  Winter draws on the many years caring for her mother when telling her stories. She at 
times becomes nostalgic as she recalls the relationship she shared with her mother.  
Participant Number 14 - Jules 
 Jules is an informal caregiver of Japanese descent. Her mother spoke English and 
Japanese; however, Jules did not speak Japanese fluently. She understands the language more 
than she can speak it. Jules was taught to focus on learning English as she was growing up, thus 
when her mother reverted to Japanese, she understood many words and terms but did not feel she 
knew Japanese well enough to communicate with her mother solely in that language. Jules has a 
calm, soft tone of voice and speaks with a melodic rhythm.  
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Findings and Themes 
As mentioned, six themes emerged from this study. I will report the evidence 
accompanying with these themes along with their associated codes. The themes identified were 
Cultural Translator, Seeking Help, Cultural Identity, Mitigating Relationships, Rigid Healthcare 
System, and lastly, Presence. These themes are significant to understanding the transitions that 
multilingual older adults with dementia and their caregivers experience as the disease progresses. 
Situating these findings within Systems Transitions Theory will be discussed in chapter five.  
Cultural Translation 
 There are six themes identified in this study; however, part of the phenomenon noted 
from the interviews is the process and evolution that occurs as people find the information they 
need to care for their family member at home. These processes inform and educate the people 
they interact with about their culture and language. This process occurs as they implement this 
pattern of behaviors and is identified as cultural translation. Bedeker and Feinauer (2006) discuss 
this concept in the context of the person an interpreter acting as a cultural mediator. They define 
the cultural mediator as the person who successfully converts written and spoken text between 
cultures and understands the target culture. Understanding the target culture is an important 
aspect of cultural translation. Thus, what I observed goes beyond the role of the cultural 
translator; it is incorporated in the act of cultural translation.  
  In this study I observe the behavior of the person consistently educating with healthcare 
staff, the healthcare system, and supporting their family member as the process of cultural 
translation. Pym (2017) refers to Michel Serres a French philosopher’s initial definition of 
cultural translation indicating that “cultural translation moves beyond translations as restricted 
texts” (p.144) written and spoken word included. He further explains that cultural translation is 
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“a process in which there is no start text and usually no fixed target text. The focus is on cultural 
processes rather than products (p.138)”. Cultural translation includes the role of the cultural 
translator which I present as one of the identified themes.  
Cultural Translator 
 The first theme that emerged from the study is the role and the responsibilities of the 
Cultural Translator. Several informal participants explained how they directed the care being 
provided to their family member. In many cases they not only directed the care, but they 
translated the language. They also reported providing clarity to the situation the formal 
caregivers were experiencing from their family member’s point of view, and they provided 
education on the culture familiar to that family member.  For example, River explained that “if 
you don’t have the cultural translation, its perceived differently. So, there are some people that 
don’t like to be touched and that’s just the way they are, and culturally it’s the way they are, 
because it’s not a very touching culture… So maybe to translate behaviors and levels of comfort 
based on their culture and upbringing, especially when they have mental issues because they’ll 
go back to the beginning.”  
A common occurrence with Dementia, the fact that people reminisce about earlier times 
because their short-term memory is gradually lost. The person with dementia has difficulty 
completing familiar task, they experience difficulty problem solving, confuse time and may 
display personally changes (Alzheimer’s Association, 2009). However, we have not explored 
how culture could influence the care and interactions that occur with people who have dementia 
and speak a language other than English especially in the United States. The US has many 
cultures and many spoken languages. As the participant River explained, a cultural translator 
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could provide insights not found in a textbook and could help us understand what the person is 
thinking or experiencing within their cultural context.  
 Participants expressed why they believe that the culture is such an important component 
of care for this population. Emerson, who had been caring for a Haitian grandparent, explained 
that: “you have to have been a Haitian to really understand how to cater to that kind of need. It 
could be the words you say, the way you hug her. Anything, the way you dressed her up, all of 
that. You have to understand that…For Haitian, like if you’re providing it could be for a Haitian 
person. You need to know what kind of food they like to eat and be able to make the food to their 
liking. If it is dressing and how is it that that person is able to get dressed. I think you have to do 
your research to find out what is it with that culture. That way you can provide that kind of care 
for that person.” That research or the knowledge being sought as this participant explains may 
not be readily available.  
The role of the cultural translator here is held by a family member, someone comfortable 
with the family, the culture and the language. Someone who can provide some background on 
the person’s needs, their behavior including statement frequently repeated or stated by that 
patient, and the patient’s actions. The definition for this role is fitting especially when placed in 
relation to how Goodenough an anthropologist defines culture.  He defines that culture “is made 
of the concepts, beliefs, and principles of action and organization…attributed successfully to 
members of that society in dealing with them” (1976, p.5). Further exploration of the term 
culture leads to Scollon, Scollon and Jones who define culture by outlining what it is not and 
clarifying by stating “culture is not something that you think or possess or live inside of. It is 
something that you do. And the way that you do it might be different at different times and in 
different circumstances” (2011. p. 5) They proceed by explaining that culture encompasses the 
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norms, customs and the day to day behaviors expressed by a group of people that makes them 
different from another group (Scollon, Scollon & Jones, 2011). Thus, the role of the cultural 
translator is not defined simply by the ability of a person to translate a language, it includes the 
ability to understand the behaviors, norms and customs of a group of people. This role has been 
presented in varying ways in the literate for example as the cultural mediator, or the cultural 
broker (Penn & Watermeyer, 2018). How the role of the cultural translator evolves and how 
important it is in the care provided to the multilingual older adult with dementia will be 
discussed in the next chapter as I continue to outline my findings. The next outcome noted in this 
study is the theme associated with “Seeking Help” which has many perspectives based on the 
participant however is manifested with the same behavior and intent. 
Seeking Help 
 Seeking help behavior has been defined in a concept analysis by Cornally and McCarthy 
(2011). They described help seeking as a complex decision-making process instigated by a 
problem that challenges personal abilities. Most of the informal caregiver participants in this 
study displayed such behavior and often stated that they sought help within the healthcare system 
for issues they were not sure how to resolve. The formal caregivers within this study expressed 
the need to reach out to family seeking help to discuss a plan of care that would be appropriate 
for their patient.  
Some participants expressed their challenges and sought assistance within the 
community. When those resources were inadequate they moved their family member to another 
area to get the support they needed to care for them. Emerson for example states “Right now in 
Boston, after all that (searching) as a family we realized that, okay, we all have to work. My 
mother at one point was working too, she (grandmother)cannot be left alone. We had to get some 
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help. As a family we’d come together but also seek for more medical helping, more support at 
home. In Haiti you could get the whole neighborhood to come and check for her but in the US 
you pretty much come alone.” While this sentiment highlights one of the challenges for caring 
for someone with Dementia who speaks another language, the culture plays a significant role. 
For Emerson’s family they understood that their matriarch was experiencing some form of 
Dementia and needed to find support for her.  
For another participant, Winter, the awareness that they need to determine what was 
wrong seemed to stand out more as a memorable moment. It was a moment, a trigger that made 
the family notice that something was off, and they needed to investigate, thus beginning the help 
seeking behavior. Winter explains, stating, “At the time that was going on, they really didn’t 
think twice about it, but then we started noticing some changes in her at home where she was 
such a meticulous person about everything in the home and everything in her work. Then, when 
we would go to visit, we noticed that things were in disarray in her bedroom and she wasn’t 
putting things away like she used to be, she was meticulous about everything and so thorough 
about everything. Those were the first signs that there was something not right.” From those 
observations, the family knew that their mother a brilliant physician who had immigrated from 
Greece in the 1950’s who used to be organized, and neat in every way was experiencing 
something and it needed to be resolved. That was the trigger that led this family to seek help and 
determine what was wrong. For this family finding the issue, that was the beginning of the help 
seeking behaviors.  In a systematic review published in Australia by McCabe, You and 
Tantangelo (2016), family caregivers displayed similar help seeking behavior. The family 
members wanted to know about the diagnosis of dementia, the disease progression and how to 
care for the person with dementia.  For others the help seeking behaviors included triggers for 
51 
 
institutionalization that centered primarily on safety and an increase need for assistance with 
daily living activities.  
Safety Issues 
 Safety is not considered a theme in this study but rather a code, it is a trigger that forces 
the family members to consider seeking services or institutionalization for their loved one or 
their family member.  Safety concerns for the family member or for the caregiver often prompted 
the need for added support in the home initially and as the behaviors or caregiver fatigue 
worsened institutionalization. Safety manifested itself in many ways; however, the most 
prominent examples were provided by Jules, and Emerson both informal caregivers. Harley, a 
formal caregiver, provided an overall perspective on why patients may be institutionalized for 
care as their dementia progressed. 
Jules attempted to provide care at home and describes a particular set of events that 
initiated the thought to seek assistance. Jules’s mother who loved being outside and enjoyed 
gardening states “She would lock herself out accidentally. She would always lock the door with 
the doorknob lock when she went outside the garden. Then she realized, "I don't have my keys. I 
can't get back in." She'd be outside all day long until I'd get home.” That behavior and the 
frequency that it occurred spurred some anxiety and of course concern regarding the risk for 
injury, dehydration and wandering when locked out of the home. Jules also recalled visiting her 
mother driving the car in the back yard on the grass. That was unusual, and this prompted her to 
move her mother into her home. Those occurrences posed legitimate safety concerns and were a 
trigger for transition initially to her home, then as the behaviors worsened this triggered seeking 
assistance with institutionalization or placement in long term care.  
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Emerson recalled her grandmother stating that she was going to take a bath, only to 
realize a little later that the bath was taken in the pool in the back yard. Emerson explained that 
her grandmother did not know how to swim, and the family feared for her safety. This incident 
triggered an increased awareness regarding safety, and the need to be more aware of her 
grandmother’s actions and thoughts. The family increased their patterns of “checking in” on the 
matriarch of the family.  
Harley, who works in long-term care, indicates patients would be admitted to the long-
term care setting due to risk for injury, issues with safety, or a high need for assistance with daily 
living activities such as bathing (Gaugler, Duval, Anderson & Kane, 2007). Harley outlines 
several scenarios for admission stating: “Most often, it's either…the resident trying to, you know, 
cook something or doing something with the stove, baking or something-- and they forget about 
it and get caught potentially. Some of them actually have had small fires or potentially could 
have had a fire exiting where they went out of their home.  
Something Off 
Having the unique experience of caring for a grandparent with dementia Harley provides 
another detailed story stating “With my grandmother 'cause she had her routine of, you know, 
going out to the little, Korean fruit stands and stuff-to pick up the little groceries or whatever 
and those little trips would get longer and longer and longer because I think now, thinking back 
on it what was happening, was she was forgetting how to get back home. That is a subtle but 
important nuance regarding the changes in behavior noted when someone has dementia and how 
the symptoms may manifest themselves. The fact that the trips to the store that were routine for 
this person became longer and longer indicates a change in memory, the challenge of recalling 
details when needed. These behaviors were subtle initially but once the family realized that the 
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issue was associated with a change in memory, the potential increase in the frequency to forget 
the route home was a safety trigger for the family. 
 Winter’s observations really highlight this phenomenon stating “I don't know how to 
explain it but she was not herself, she was not asking about us all the time, not concerned about 
details of our lives the way she always has been. She used to ask ‘how did you do today, how was 
your day, tell me what you did’ She was not as outgoing as before and she wanted to stay alone a 
lot, she wanted to stay home more”. This statement accounts for the subtle changes of the 
behavior displayed by the family members of the participants. These changes, and accounts of 
“something off” were indications for seeking assistance including triggering institutionalization 
in the literature. Many studies have outlined predictors for institutionalization or seeking adult 
day services. The predictors included, safety concerns, agitated behavior, poor judgement, and 
increased support needed with activities of daily living (Sun, et al., 2018; Maseda, et ., 2015 and 
Gaugler, Yu, Krichbaum & Wyman, 2009).   
Leaning 
One of the major codes associated to seeking help is the concept of “Leaning”. This is 
noted when the health care system seeks the family members to provide guidance regarding care 
of their patient. It’s a form of reliance on the family member for information specific to the 
patient. One observation noted is that in the home or when away from the concrete walls of a 
healthcare organization, healthcare staff were more flexible, more open to the family as a 
resource. This allowed the family member to be open, give suggestions, interpret action for the 
healthcare staff in the patients’ home. In that environment the healthcare staff was more amiable 
to accept the support provided from the informal caregiver or family member. The patients’ 
home, their territory afforded a level of comfort for the patient and the informal caregiver. Thus, 
54 
 
the informal caregiver interacting with the patient within that environment made providing care 
easier for the healthcare staff or the formal caregiver. As one formal caregiver Charlie stated 
“…in my job alone, I can't tell you how many homes I've been to where that (language) barrier 
was there. If it hadn't been for a family member or the language line, or there were times when I 
had neither early on. You almost had to use hand signals, and you feel bad about that. You don't 
want to go into somebody's home and do that.” 
  The times when there was no language line for communication, nor a family member 
seemed disastrous as this participant explains; making it clear from the experience that the 
outcome was so poor she was hurt. Charlie was sure that she hurt her patient, not physically but 
emotionally, she points this out by stating “They sent me to this lady's house, her daughter was a 
doctor but didn't live with her. I went. I had to call the daughter because her mother didn't speak 
English. She called the daughter to let her know I was coming. I knew nothing about this lady's 
background. I had the monitor, it was the middle of the winter. I walked in, I had my boots on. I 
couldn't speak her language, she couldn't speak mine. Now looking back, I know she didn't want 
me to come in the apartment with my boots on… She threw her bath chair at me. She threw her 
Bible at me. She screamed bloody murder at me. All I was trying to do was help her. I set that 
monitor up on her kitchen table and ran out of there. Language barrier, yes. I knew nothing, 
nothing at all. Nobody warned me ahead of time or anything. When I got back here, I ran into 
her nurse. I said, "That woman just beat me up." He said, "Oh you probably shouldn't have your 
shoes on." Thanks for that… My feelings were really hurt. I probably hurt hers because I didn't 
know about that. 
Clearly a cultural gap existed preventing this healthcare professional from properly 
preparing to assist this patient. The experience made her acutely aware of the need to be more 
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accommodating to other cultures, not only to prevent miscommunication, but to convey respect 
and provide care as expected in a respectful manner. When asked how this incident could have 
been prevented Charlie stated, “the nurse could have written something about the language and 
her culture in the chart, something to let me know”. For this caregiver that information would 
have been beneficial and would have allowed her to prepare for the home visit. 
 Along the same vein Harley shares that the staff are not always aware of a language or 
cultural barrier prior to seeing and attempting to care for the patient within their organization. 
She states “there isn't any policy where, you know, part of the intake is we're evaluating, you 
know, like we said, you said, you know, language and, um, the ability to communicate. We're not 
really doing that… when we have an admission we have a set of assessments, um, tools that we 
do, you know, like the Braden scale for the skin, um, pain…but we don’t evaluate for how we are 
communicating with this person…there is no formal evaluation.” This poses a problem as the 
staff have no opportunity to prepare a communication plan, thus increasing the need to lean on 
the family or a staff who can translate if available. 
  Within the structure of the healthcare organizations another dimension of “Leaning” must 
be considered. For example, in short term rehabilitation and long-term care organizations the 
healthcare system is “Leaning” on the informal caregivers. The family members are seen as a 
resource who can provide information, they are wanted for their ability to mitigate how care is 
provided and support aspects of communication for the staff as they learn to care for a patient. 
The family provide historical background helping the formal caregivers interpret behaviors and 
understand cultural nuances that may not be found in a text book. The staff struggle with the 
decisions on when to involve family and what to expect from family members. Harley continues 
to explain “going back to the family seeing if they have, um, any input in the, um, or experience 
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with, you know that communicate in that language that if they didn't understand either, so that 
I'd know that, "Okay, this is not, you know, a matter of trying to learn German or Spanish or 
something. That it is a nonsensical expression but it- it-- nevertheless, it is communication…and 
its meaningful”. 
The degree of support may vary based on the location such as acute care services or long-
term care services, but the informal caregivers input is actively sought out in a way that is not 
readily acknowledged by healthcare the system. The healthcare system seems to lack some 
support mechanism that allows the staff to assess effective ways to communicate with patients in 
this population.  
Cultural Identity 
 This study sought to determine potential challenges to caring for someone who has 
dementia and speak a language other than English, I understood that cultural identity could play 
a role.  My interviews with study participants support my assumption that culture would have an 
effect on how people behaved, and how they were cared for. Cultural identify is developed 
through upbringing and the acceptance of shared beliefs, customs and behaviors that dictate how 
to interact with others (Lam & Keller, 2015). I would like to highlight the challenges associated 
with culture and how food, and behaviors can have an effect on the multilingual older adult with 
dementia with respect to food and social interactions.  Culture and language are intertwined, as 
Edward Sapir (2004) a well-known linguist states “language does not exist apart from culture, 
that is, from the socially inherited assemblage of practices and beliefs that determines the texture 




A few participants explained that their loved ones needed to connect or have some 
familiarity with the food they were eating to augment their appetite. Emerson, who helps care for 
her Haitian grandmother, demonstrates this succinctly. Emerson expresses the need to surround 
her grandmother with people who are familiar with Haitian culture and understand her behavior. 
There seems to be a need to provide meals and snacks that her grandmother can easily recognize 
to support her appetite and prevent weight loss. Emerson highlights this solution: “We always 
have to make sure that there's as much as possible bread and peanut butter. If you can't get her 
to eat anything you have to know that peanut butter and bread will do it for her” The bread her 
grandmother expects is not typically found in a grocery store, but must be purchased at a 
specialty Haitian shop, it is small round dense and is often served warm with coffee especially 
for breakfast. This bread is also served as a snack before bedtime.  
Nico expressed a similar experience when caring for a parent with Dementia who had a 
tendency of speaking in Italian as the disease progressed. For Nico’s mother pasta was the 
favored meal, and this was the meal relied upon to entice or increase her appetite “She loves her 
pasta. Interesting enough as she’s aged she loved her pasta more. Nowadays, the last maybe 
four months, I could see her appetite is starting to fade a little bit in the evening. If I have pasta 
she always eats the pasta. This observation prompted Nico to make extra meals with the varying 
types of pasta to support her appetite and decrease weight loss.   
Peyton provided added support as formal caregiver regarding this phenomenon. Peyton 
explains that while caring for a patient from Nepal the family ensured that the patient was given 
meals that were appealing to him. The idea of serving meals popular in American culture never 
occurred to them because “They never were really interested in doing any of that because pretty 
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much their diet does not really jive with that -- The American diet. Meals on wheels. They don't 
do any beef or cow products because of their religion.” This family sought out a specialty store 
to prepare meals that met their needs due to cultural and religious beliefs. While this instance 
may be seen as an outlier because religion was involved, Harley a formal and informal caregiver 
indicates that in both settings accommodations are made to support appetite with support from 
the family. Harley indicates that “a German lady… It was like macaroni and cheese and stewed 
tomatoes or something, and this woman just had no idea, you know, what to make of that. You 
would kind of see that too when whatever menu… included those kind of things, the macaroni 
and cheese and the beef tips on toast and just things which she just wasn't eating, so they weren’t 
palatable for her. I said to her daughter, you know, she won't eat and I asked, well, is there, you 
know, something that she'd really like, and she said, "This beef stroganoff." And even though 
beef stroganoff as I know it in America wasn't exactly what this woman brought in. It was very 
different from, um, what is considered as beef stroganoff in America.” Harley’s grandmother 
who was Jamaican also had Dementia and had some issues with American food share another 
experience stating “like my grandmother, you know, spaghetti and meatballs for her, she's like, 
"What is that?" you know. You need rice and peas then a meat and, you know, like that didn't 
make any sense to her. Or, if when we wanted hamburgers, McDonald's as a meal, that, in her 
mind, she didn't understand that was food, but she didn’t consider it food you know.” 
These experiences indicate an awareness by the caregivers of the need for food their 
patients and loved ones are deeply familiar with. Foods that evoke memories through visual and 
potentially olfactory stimulation to entice appetite. The needs of the patients in this population 
indicate that culturally congruent care may be a priority in healthcare. This form of knowledge 
about another cultures and their norms help us understand that culturally congruent care is more 
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than care rendered while speaking the same language as the patient. It emphasizes care provided 
in a way deemed acceptable to the patient, using cultural knowledge and does not focus solely on 
language but also, on the traditions, foods, and the non-verbal interactions shared within a 
culture (Ekman et al., 2007. Iliffle & Manthorpe, 2004).  Another study based in Canada 
confirmed the benefits of honoring culture though meals. The researchers noted that sharing 
traditional meals based on culture with the multilingual adult with dementia supported the 
person’s sense of belonging and familiarity (Lam, Keller, 2015).  
Cultural and medical anthropologist consider food to be part of a culture and part of the 
heritage of a group. Brulotte & Di Giovine (2016) in particular explain that what we eat, when 
we eat and who we eat with represent historical traditions preserved as part of our heritage.  They 
make it clear that food is presented as a marker of group identify; because the shared stories, 
smells and history associated with preparing meals evokes memories and traditions that allow 
food to become part of the heritage. Participants provided rich examples of ways they care for 
their patients and loved ones; not only paying attention to what they eat but also being attentive 
to communication patterns either linguistically or body language.  
Communication 
 Communication challenges are an obvious issue with the multilingual older adult with 
dementia. The nuances of these challenges require some exploration. Participants were asked to 
share their experiences regarding how they cared for their patients or loved ones when they 
understood the language spoken or even if they did not understand the language spoken; their 
responses were insightful.  
The pattern noted for people with a diagnosis of dementia includes changes in 
communication patterns such a word salad. Word salad is noted when a person strings a set of 
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words together without coherent thought making it difficult to follow the conversation or 
understand the intent of the message. For the multilingual older adult with dementia verbal 
communication can become more complex by exhibiting language reversion or language loss. 
This is noted when the person speaks a different language from what they were addressed with or 
mixes the several languages together because the words are no longer available in one of the 
languages spoken. Nico recalls an experience here stating, “I remember a couples of years ago, 
she got up one morning and she goes to the bathroom and my husband has helped her with her 
walker. She was talking to him in Italian. My husband's irate. He called me up and said, "she's 
talking Italian. What do I do?” I said, "tell her to speak English.” While that strategy worked 
initially the frequency of those types of events increased as the disease progressed. 
River was another participant who could provide a perspective as a formal and informal 
caregiver. He made it clear that while caring for a parent there was language loss. River stated 
“My mother began this path of dementia and she's forgotten how to speak English. So, she 
argues with you and talks to you in Spanish, but she thinks she's speaking English.” That 
experience clearly denoted a need to be understanding of the situation and to outline a plan on 
how to support this person within the healthcare system. Another example comes from Jules, 
whose mother is from Japan and speaks Japanese and English. Jules shares several experiences 
where communicating verbally became a challenge. The gradual changes in verbal 
communication are highlighted here stating “There were times when she would remember little 
bits and pieces but increasingly she was forgetting lots of words. Then she would start saying it 
in Japanese because she remembers Japanese. As the disease progressed … We had a Japanese 
interpreter come and they talked or tried to. She didn't seem to understand, and then when she 
talked back, they said she wasn't making any sense...At first it was very difficult for caregivers to 
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take care of her because she didn't understand and they couldn't communicate with her. We tried 
things like simple Japanese phrases… like "bath" or "laundry" with the Japanese word. Then 
phonetically how the caregiver should pronounce it. Then a picture of the activity for my 
mom…we made these giant flash card things but apparently that didn't help either. They tried 
that and it didn't seem to work. My mom either wasn't looking at it, didn't understand or she just 
simply kept saying no to everything.” Peyton a formal caregiver indicated that he used a 
professional translation service using the phone. He discusses his experience using a translation 
service and why he finally resorted to communicating with his patient’s son stating: “He had a 
grandson who spoke perfectly well English. He was the primary point person that we would go 
to. We did try to use a language line with them, it didn't really work too well… I don't think he 
really understood what we were trying to do. It was awkward for him, from what I remember, 
having me talking because he could hear well. He would hear me speaking, wouldn't understand, 
but then we would have a phone close to his face and he would look at the phone, look at me, 
look at his grandson, and he just really didn't know what to think.” That experience makes it 
apparent that using translation services with the multilingual older adult with dementia maybe 
more challenging. The person has a known memory deficit and may not recognize the 
technology being used. This study provides a glimpse regarding the use of these services with 
this population, however more studies are needed. To date few studies have explored the use of 
interpreter services with the multilingual cognitively impaired older adult. One study out of 
California explored the use of interpreters for tele-psychiatric services, they’re findings indicated 
a need for further study around providers and staff’s awareness cultural needs of multilingual 




As verbal communication becomes more complicated and challenging so does non-verbal 
communication. The need to find a way to communicate, to understand a person’s needs when 
verbal communication is decreasing or limited increases. The disease leads to changes in 
memory and includes linguistic ability, these challenges are exacerbated by challenges in 
following conversations, and abrupt topic changes during a discussion. Many studies have 
outlined the verbal challenges associated with patients who have dementia (Machiels, 
Metzelthin, Hamers & Zwakhalen, 2017; Jones, 2015; Small, Geldart & Gutman, 2000). Thus, a 
good understanding of the disease process is needed for the family and formal caregivers. Most 
begin paying close attention to body language and attempt to decipher movements, along with 
facial expressions, these I refer to as body reactions.   
Body Reactions 
 Body language including facial expressions, and movements were noted by several 
participants as forms of communication. Based on how the care recipient reacted they understood 
that the person was comfortable with the care, liked their meal, or understood the message that 
the caregiver was attempting to convey. Peyton a formal caregiver reflected on the care provided 
with a Nepali patient stating “I would like to think we did some nice or more nonverbal 
communication... I think a little bit of touching …of the hand with the arm or the shoulder. 
Sometimes that relaxed him a little bit.” This method of communication was applied while 
providing formal caregiving services for several years to this specific patient. Gentle touch 
allowed this formal caregiver to confirm that this form of communication was soothing when 
there were moments of apprehension (Ellis-Smith, C., Evans, C. J., Bone, A. E., Henson, L. A., 
Dzingina, M., Kane, P. M., ... & Daveson, B. A. 2016). Charlie mentioned that she was able to 
determine when her patient was anxious. She explains: I could tell by his -- he was fidgeting in 
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his chair. He would say things to his wife…his body language and his facial expressions. 
Sometimes he would say something to his wife, not really yelling but he'd say it pretty loudly so I 
think he was a little nervous and a little scared”. These caregivers are being attentive to the 
person they are caring for by paying close attention to non-verbal communication or body 
reactions. The literature suggests the use of a number of tools to monitor non-verbal 
communication to assess pain, including the Non-communicative Patient’s Pain Assessment 
Instrument or NOPPAIN which includes 6 categories of nonverbal pain behaviors. While this 
was tested with patients of many ethnic backgrounds, the need for further research for more 
diverse populations was also recommended (Ford, Snow, Herr & Tripp-Reimer, 2015; Cabrera, 
et al., 2015) this also includes watching facial expressions to assess pain. Thus, monitoring 
physical reactions is supported in the literature while caring for people with dementia however, 
studies that focused on varying types of communication with the multilingual older adult with 
dementia are not well represented in the literature.  
 Body reactions were not the only ways caregivers paid attention to caregiving responses. 
Caregivers both formal and informal became more attuned to their patients and family mood 
time as they continued to provide care services.  
Communication Tools 
 Many caregivers discussed varying types of tools applied to communicate with the care 
recipient. Many of the formal caregivers discussed using the internet to gain access to translation 
tools that can vocalize a sentence to help with communication. Google translate was one tool 
identified by several participants as a viable tool to translate words or statements at times when 
no other mechanisms were available. Others discussed using the internet to find a site to translate 
words. Formal caregivers often attempted to find online resources when they had no other tools 
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at their disposal. Other tools included a Picture board, containing pictures of an action or an item 
with the word written in the language needed for the patient. The board could also have the word 
spelled out phonetically to support appropriate pronunciation by the caregivers. The picture 
board, also known as a visual board in the literature, was noted to be an appropriate tool to be 
used for reminders in dementia patients (Hopper, Douglas & Khayum, 2015; Cabrera et al., 
2015).   
Three participants mentioned a Language interpretation service; however, this service 
was not often available on long-term or assisted living organizations based on the other 
participants statements who worked in those environments. They often relied on the family 
members and the social work staff to develop tools such as a picture or word board.  
Another communication tool identified by some of the participants was the use of an 
interpreter usually through a phone. This service seemed accessible since a phone was usually 
readily available and accessing an interpreter with the appropriate language was more feasible by 
phone. This communication tool is well supported in the literature; however, studies that focused 
on the use of interpreters with multilingual dementia patients were scare. The majority of studies 
found focused on the use of interpreters in primary care, mental health services and other 
healthcare settings (Hadziabdic, Albin, Heikkilä & Hjelm, 2014).  
At least three participants indicated potential issues when using interpreters with a 
multilingual older person with dementia. Peyton indicated that his patient was unsure of what to 
do in that scenario. His patient didn’t recognize the phone and hesitated to response. Charlie had 
mixed results, stating that using the tool was best when a family member was also present with 
the patient to help ensure that someone understood the intent of the message. River explained 
that while using a translator was beneficial ensuring that the appropriate dialect was being used 
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was important, she referenced the fact that in her practice she encounters people from varying 
Spanish speaking countries. While Spanish is the spoken language the dialects make concepts 
and expressions a challenge to convey. This is because the dialect of a language contains nuances 
that may not be rendered appropriately if the concept was not understood by the translator. Being 
attentive to how the interpreter services are provided meaning in person or using some form of 
technology is an important factor also echoed in the literature (Hadziabdic, Albin, Heikkilä & 
Hjelm, 2014; Johnson, Block & Danis, 2014; Hadziabdic & Hjelm, 2013).  
Presence 
A theme echoed by all participants focused on how caregivers interacted with the people 
they cared for was presence. They acknowledged that with dementia they made efforts to go 
along with the person’s conversations and stories by accepting what they were saying and 
meeting them where they are. The story may refer to an event that occurred years prior; however, 
the patient spoke of the event as though it happened that day or the day prior. The participants 
simply went along with the memory, thus meeting the person where they are and preventing 
arguments between them (Hydén & Samuelsson,2018). This referred not only to the memory 
being conveyed but the attempt to match the overall mood was also important.  
Mood and Time 
Winter explained that she had to meet her mother in “time and mood” to talk to her, to 
maintain the connection that she felt she was losing. She explains the nuances, noting: “I think 
her mood started to change where she just didn't seem like she was in the moment… I guess is 
how I would describe it.” She went along with her mother’s memories, met her mother wherever 
she was to talk with her, and share a connection with her.  Winter proceeded to explain 
“Whenever we would talk with her she seemed like she was not herself. She was depressed, she 
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was discouraged, she was mad… It was very sad, but she did remember church hymns. She 
would say them out loud and we had music on all the time at home from the church. Classical 
music and music that she loved to listen to all the time. She was at peace and she was calm, she 
was never fidgety or restless or volatile or yelling or screaming, never any of that. At least we 
knew that she would respond in a peaceful calm way with music and all and we felt good about 
that.” Many participants explained that they would use varying tools to meet their patient’s 
mood, to keep them calm or to bring them out of the negative mood towards a calm atmosphere. 
How they performed this varied, from using music, to moving conversations towards pleasant 
stories or using physical activity such as going for a walk as Micah indicated he used with his 
mother in law. 
Mindfulness  
Mindfulness is defined by Jon Kabat-Zinn (2009) as the act of “paying attention in a 
particular way: on purpose, in the present moment, and nonjudgmentally” this is the behavior 
described and performed the participants.  Micah made clearly describes this practice while 
discussing how he interacted with his mother in law stating “I sit down and talk to her, every day 
I come back from work and I walk in there then she call me. I say, “What’s going on mum?” 
then she will say “It’s okay, Maggie did this, Maggie did that,” none of them true…but me what 
I do I tell her, “I Know that mum, she love you, she love you but don’t worry about it.” In these 
circumstances the caregivers do not argue or refute what they are being told, instead they support 
their loved one in the reality that they are expressing to be connected and be present in that 
reality, in that time with them. This is a form of validation supported in the literature by Fiel in 
the 1970’s and later reinforced by Neal & Wright in 2003 as Validation Therapy. This form of 
therapy supports meeting and acknowledging the reality of the person with dementia as they see 
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it or tell it versus attempting to reorient them.  Another study analyzed the use of reorientation 
therapy in the dementia population with mixed results. Patients were found to require constant 
reminder regarding the reality of their current state, including place, and time; this therapy led to 
mood and self-esteem issue for some of the participants (Spector, Orrell, Davies & Woods, 
2000).  
Peyton, the formal caregiver caring for a Nepali patient, recalls “Some days he was really 
talking nonstop and I would ask the grandson like, "What is he talking about? He seems so 
energetic today." He was like, "He's talking about the past, on what he used to do. Yes. That's 
when we knew that he was having a not so good day." Developing this level of awareness takes 
effort and a desire to provide care that is relevant and supportive of the person. This willingness 
to be attentive to a patient and loved ones’ needs implies a natural interest to support the family 
member, to be in their reality without judgement. I will discuss the evidence associated with 
managing relationship in the next section. Then I will describe how relationships develop and 
how they are managed in a later chapter.  
Rigid Healthcare System 
When the patient is placed within the brick and mortar environment of the healthcare 
system, the staff tend to speak with the informal caregivers using the dominant language or 
English. The American community survey reports that three hundred and fifty languages are 
spoken in the United States (2015). With this many language all facets of the healthcare system 
should be prepared to accommodate their patients’ linguistic needs.  
Rules  
Language interpreter services are required according to Title Six of the Civil right laws of 
1964, however this law has not been enacted by all organizations. The law requires patient 
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communication in the language of their country of origin by a qualitied interpreter and prohibits 
the use of family as interpreters (Tassavor & Chen, 2018). Not all organizations comply with this 
law as indicated by the participants and to date we are unsure of the reasons for non-compliance, 
Addison recalls an event stating “There's a driver here we had. Recently, he got hurt while on the 
job and police take him to the hospital-- Or ER. My mom was in shock, everyone was in shock. 
They refused to service him because he spoke Spanish and they spoke English. They said, "We all 
want to service you but you-- We can't tell you your rights…if we diagnose that you hurt your 
foot in any way, we can't tell you that." They refused service to him and asked him to leave. It 
was literally an ER, right down the block. They apologized to us for doing that the next day but I 
was-- We were also very shocked. The guy, he read it as-- I came in like a knight in shining 
armor and tried to help the man and translate for him, and he was like, "There were so much 
nicer to you than they were to me." I'm like, "Well, I'm speaking their language." They really 
didn't give him the time of day because they didn't speak Spanish.” This is a jarring example of 
the healthcare systems rigid behavior. The staff in that organization simply denied care, rather 
than taking the time to find an interpreter to communicate with this person as the rules indicate. 
The law require qualified interpreters to be provided in non-emergent situations, instead care was 
denied at that time for that patient until he could return with an interpreter of his own.   
Taylor recalled caring for a Spanish speaking patient in a long term care organization and 
the challenges of communicating with her initially stating “I do believe there was a Spanish-
speaking housekeeper on days so they could access that person, but the off-shift there was 
none…its tricky we don’t encounter this on a regular basis…but just because you don't 
encounter it on a regular basis, didn't mean we shouldn’t really have systems put in place”. This 
highlights the need for interpreter services at the bedside in a setting other than acute care. 
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Harley has a similar experience regarding system rigidity by acknowledging that her 
organization may not offer this service because it is not a priority stating, “I don't wanna say it 
wasn't a priority but, I mean, it was one of those things like-- 'Cause we were doing those things 
informally like it was nothing that was a part of any kind of a policy…You know, those things are 
blocked. So, having access to those tools wasn't something that was across the board. It just-- If 
you had a smartphone, then you- you could do that which at the same time using your phone on 
duty is a no-no”.  These caregivers are aware of the need to provide interpreter services; 
however, this may not be feasible for smaller organizations who have fiscal and sustainability 
concerns.  
Consequences 
The organization’s policies force the staff to deny care, or to break the policies which 
could have unintended consequences for the staff. Bailey provided a vivid description of working 
in long term care and experiencing lack of an interpreter or a language service stating “Like I 
worked at a place where they told me the lady understands English but she only speaks Italian. 
But she had been in the United States since she was nine. The only thing I had to say to this lady 
was, "I don't understand you, can you speak English?", she goes "Okay, okay, okay. I don't want, 
I don't want. And then now we understand it's something that she doesn't want, but what is it that 
she doesn't want; is it that she doesn't want the water, she doesn't like water, she likes cranberry 
juice. Okay, me thinking originally she didn't want the pills, so I'm like, "Well, I got to try to 
finesse her into taking them, but if she doesn't want to, there's nothing that I can do. I can't make 
them, it is what it is. Understanding that was a huge breakthrough for me. You have to 
sometimes remind them that you can't understand them even though they might be able to 
understand you. I don't get it, "Can you speak English?" And they'll be like "Okay, okay." It 
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takes them back to when they first started speaking in English, they have basics still…At some 
point in time, these facilities need to realize, I get the strict no cellphone policy, but they don't 
get that it's so beneficial because I can pull up how to say "Do you want water or juice" on my 
phone through Google. " Bailey had been reprimanded several times for using a cellphone to 
translate words to support communication with patients in long term care. This is a risk that 
Bailey continue to take at work because not understanding patients and their needs makes her 
uncomfortable. The policies of this system are a necessity, but the unintended consequence is a 
rigid healthcare system that does not support diverse communities.  
Mitigating Relationships 
 Relationships help caregivers develop a network of support for their loved ones or the 
patient, learning to manage those relationships are a necessity. Participants cited varying ways 
relationships were affected while they care for their loved ones. Informal caregivers indicated at 
least two approaches taken when discussing relationships. Some had family members who 
supported them either via consistent communication, supported them through their decision 
making and wanted updates on their loved one. This I noted was an “All In” approach to support, 
the family member, the person primarily responsible for care expressed that they felt supported. 
In contrast, others experienced something different, something I identified as a “Hands Off” 
approach, where either the primary care giver was not the caregiver legally consulted to make 
decisions or the caregiver was told by their family members that they did not want to be 
involved.     
All In 
 Emerson provides an example of the “All In” approach to support recalling that “Having 
a lot of nurses in the family makes it easier-- I don't know what other people don't have that do, 
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me and my brother we'll get on the phone and "Okay, here's what grandma is experiencing, 
could that be a UTI? We are trying to put all the pieces together and that way, when we get to 
the doctor we got a clear view of what's really going on”. They compare notes, share examples 
discuss the chronology of symptoms and communicate what they hope is a clear picture of what 
is occurring with their grandmother to the physician to provide timely care, and decrease 
discomfort. 
Winter shares a similar experience stating “All of us felt that neither of us was alone, that 
we were all sharing in this even though mom was in our home. I felt like we were all a part of 
her care and that everybody was contributing as they could.” Winter’s siblings were in different 
states, yet they shared notes, and problem solved together. The family attempted the best they 
could to understand what has happening and provide support to their sibling who had the brunt of 
the physical aspect of care since their cognitively impaired parent lived with Winter.   
Peyton noted similar interactions with a patient’s siblings and encouraged those frequent 
discussions stating “The family did a lot of video conferencing with their family overseas. They 
had a lot of family still there. They would do a lot of Skyping and video calls. I encouraged that 
because it's his family, he may have recognized them, he certainly recognized the language. They 
did do that to try and communicate with family that were still there. I was never there when they 
did it, but he told me that he enjoyed it…just to know that his family is still okay and just to keep 
in touch with them. I think it was important. I always encouraged it. I said, "Yes, by all means, 
that's awesome keep doing it." There is no way, in my opinion, that he would do well in medical 
or a social day (Program). Because it's hard enough for Americans who speak English to go to a 
social day, let alone somebody who has no idea about the language.” Peyton supported the 
benefits of maintaining contact with family for support, including communication in their 
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primary language. Supporting the connections with the family was important to Peyton, he 
understood the need for the family to communicate and still feel a connection with their family 
despite their physical distance.  
Hands Off 
Nico explained that maintaining a good relationship with family members was important, 
stating: “My sister had made it clear that she is not interested in being a caregiver so she's not 
looking to be educated in any of those skills. After having a broad discussion about this issue 
many years ago before my mother was really having these physical needs, I decided I wasn't 
going to address the issue anymore because I have one sister. If I want to have any good 
relationship with her then begging her to be somebody or something that she's not would be 
help. My brother is still relatively far away and when he visits maybe it's once a year for a few 
days three, four, five days. He is not a caregiver, so it doesn't really help me out that much.” 
 Nico, an informal caregiver, voiced these experiences, but those experiences were also 
supported by formal caregivers who explained the absence of family member to answer 
questions, offer a phone call once their family was institutionalized. One formal caregiver, 
Bailey, expresses what she describes as a “drop off” at times. She states “We have a lot of people 
where the person would move in, and we're there on day one when they move in, and then you 
never see the family member again… I've worked in countless facilities and to never see a family 
member visit them, holidays, Mother's Day, Christmas, their birthday, Tuesday. It hurts because 
they provided for you”. Bailey expresses empathy and sadness when there is the perception that 
patients are being ignored or that there is no evidence that the family called to check in or tried to 
connect. This implies that maintaining relationships within the family and between the family 
and the patient can be a challenge.  The formal caregivers notice the shift in the relationship 
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between the patient and their family members. Bailey especially expressed a need to support her 
patients when she believes that the family is not present or has not made an effort to maintain a 
connection. She tries to support her patients by connecting with them through the care she 
provides, and the caring moments she experiences with them.  
Many of the thoughts expressed by the participants were supported in the literature as 
researches noted in group interviews that participants expressed resentment towards their 
siblings when they refused to participate in their parent’s care (Johnson, Block & Danis, 2014).  
Feeling the Loss 
Relationships can be difficult to maintain when caring for a multilingual older adult with 
Dementia. While participants expressed varying ways those relationships were affected, one 
participant provided significant insights with the dynamics of the relationship between siblings 
and their parent. Winter explained the grieving or mourning for the loss of her mom. Winter 
explains “We were grieving our mother's loss. She was with us but we knew that she also wasn't 
with us. We felt the distance because we couldn't connect with her as we wanted to. She couldn't 
talk back to us, she couldn't relate to us, she was in a different place. The day that she didn't 
recognize my father was very discouraging to us. Then we thought, she’ll always remember us 
kids for sure. She didn't recognize my dad but she'll always recognize us. Little by little we 
realized that she wasn't recognizing who we were but we felt that she did know our voices.” The 
depth of the loss experienced among siblings and loved ones as they observe a progressive 
change in the person they care for due to Dementia is not an aspect of care that I was able to 
explore with much depth. I believe this is a topic in need of further research.  
Another participant felt and mourned the loss of a parent. Jules states, “I felt I was losing 
her, she was changing, she was getting further away, and I felt the loss” This quotation clearly 
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articulates what Jules felt and experienced as the disease progressed. She understood that her 
mother was different, that her mother was changing. She understood that she was losing her 
Mom; however, the pain was unbearable and at the time felt physical pain due to the loss, or lack 
of recognition provided by her mother.  
However, the sense of loss expressed by both Jules and Winter was palpable and given 
the chance I would explore this in further detail in another study. Winter proceeds with these 
thoughts stating “We had grieved for 20 years and probably just asking God why it was that 
someone who was so giving of herself and so generous and so loving and kind to everyone. How 
could this happen to her?” 
Determining how to support families when or if they experience this loss during their 
loved ones’ lifetime warrants serious thought. The loss this participant experienced is related to 
the family member they had a connection with. The loss of that connection, the inability to evoke 
a specific memory, to share conversations in the present with that person is indelible. Winter 
expressed the acceptance and the loss of a parent by indicating “…I realized that this was how it 
was going to be and I wouldn't have my mom like I wanted to have her”. 
Duty to Family 
 Duty to family or filial obligation to care for family has been documented in the 
literature especially as a form of pressure for varying cultures. This was expressed by at least two 
participants during the study. Peyton explained that while attempting to support a patient’s 
family to provide care the son and daughter made is clear several times that this was “their duty” 
to care for their father. They felt responsible for their father and were intent of providing the care 
he needed at home. Peyton explained that his patient’s family members especially his son was 
“… very responsive because -- Everything we taught him, he would follow through and do it and 
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he never questioned it. He always said it was his duty. Even when times when the patient was 
incontinent and I'm like, "Come on, help me to roll him, turn him, get him cleaned up." 
Sometimes he would be like, "No, no, I got it, I got it. I don't need any help." He said it was his 
responsibility, his duty.”  
Emerson, who is Haitian, expressed a similar sentiment stating “We take it, on it's our 
responsibility to take care of our family. It's my responsibility to take care of my grandmother 
and I'm going to reach out as much and advocate to get (the help she needs) -- we understand 
that we are fortunate to be in a different culture but we do have to do a lot of explaining. We are 
in a different country, we have to speak in a different language. We have to translate for her and 
we not only have to translate the language, we also have to translate the culture, the reason 
behind her actions-- we will do it naturally-- Some people who don't have that, then it's too 
unfortunate.” These participants feel strongly about caring for their loved one, and had no 
difficulty expressing this.  
How the Themes Help Answer the Research Questions and Address Aims 
 The themes that emerged from this study helped inform Systems Transitions Theory and 
provided clear responses to the aims of the study. While an extensive analysis is provided in the 
next chapter; I will provide a summary of how the themes lead to a response to the aims of this 
study. 
Aims and Responses  
1)  Understand how caregivers communicate with the multilingual older adult.  
Caregivers communicate with their patients by being present in the moment. They use 
mindfulness to meet their patient’s mood, move forward with their memory. This is a way to 
connect, to bring forward a sentiment that will allow the patient to remain in a mood that 
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supports positive interactions, increases cooperation and decreases negative responses. The 
caregivers who use these techniques determined that these were effective communication format 
and allowed them to form a link with their patient or family member. 
2)  Understand how caregivers interpret the actions and expressions of the 
Multilingual older adult care recipient. The caregivers used mindfulness and sought feedback 
from the family usually the cultural translator to learn to interpret their patient’s behaviors. By 
making the conscious decision to pay attention to body reactions and facial expressions to 
interpret what the person is conveying, by seeking information from the cultural translator and 
situating culture, the caregivers became more comfortable and tuned into their patient’s needs.  
3) Understand how the caregiver determined that an event or incident was significant 
enough to seek medical assistance for further evaluation regarding the person’s cognitive status, 
or cognitive abilities. Informal caregiver explained that the triggers to further evaluation and 
seeking medical assistance was related to what they believed was unusual behavior for their 
parent or loved one. The behavior was not always dangerous or pose a threat rather the behavior 
was something that struck them as off or off for that person. Essentially paying attention to the 
times when “Something’s off” lead to seeking help identifying the potential culprit of these 
changes in behavior. 
4) Understand how the caregiver selected services from their community to support 
the needs of the person in their care. Selections for services were based on many factors 
including the stage of dementia of that person, the ability to communicate with the patient, a 
willingness to learn about the patient’s culture and their habits. The willingness on the provider’s 
part to learn from the cultural translator and to demonstrate a collaborative approach to providing 
care were very important factors in selecting and remaining with the formal caregivers. 
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5) Inform the development of the individual level and potentially other levels of 
Systems Transitions Theory. The Process of cultural translation highlights the relationships and 
interconnections that exist is a direct outcome of this study. The identified elements became the 
themes and sub-themes of the study, thus providing a blue print on how to care for this 
population.  
Summary 
The findings from this study provide some details regarding the experience of the 
caregivers’ lives, and emotional responses to the daily responsibilities undertaken as they 
provide care for the multilingual older adult with dementia. The outcomes of this study confirm 
that caregivers formal and informal seek help in varying ways, specifically they seek ways to 
understand how to care for patients in this population. The nature of the population of interest 
also highlights the need to understand how culture may affect social and family interactions 
along with language and food preferences. The sense of responsibility and the need for support 
by leaning on an organization, the formal caregivers, or the cultural translator are also important 
the findings from this study. The meaning and value of these findings will be discussed in the 







INTERPRETATION OF DATA 
Introduction 
 In this chapter I discuss my interpretation of the findings, and why these findings are 
significant. It seems important to reiterate the aims and purpose of this study to situate the 
findings with clarity.  I conducted this study to investigate the following:  
1) Understanding how caregivers communicate with the multilingual older adult 
based upon the assumption that communication with caregivers who speak the same language 
makes care easier and using translation services would also benefit this population. 
2)  Understanding how caregivers interpret the actions and expressions of the 
multilingual cognitively impaired older adult that they are caring for. Caregivers were assumed 
to pay attention to the person’s facial expressions, language including, body language and tone of 
voice to determine if communication is occurring and if communication has been effective.  
3) Understand how the caregiver determined that an event or incident was significant 
enough to seek medical assistance for further evaluation regarding the person’s cognitive status, 
or cognitive abilities.  Here, I made the assumption that most institutional placements for 
multilingual older adults with dementia would be relatively low and that most family members 
would like to keep their loved one in the home as long as they were able to maintain safety, 
including prevent falls and wandering.  
4) Lastly, I wanted to understand how the caregiver selected services from their 
community to support the needs of the person in their care. I assumed that community services 
decisions are based on whether the services can be provided in a language that the patient can 
understand, including cultural factors.  
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Six themes emerged from the data collected and analyzed using Grounded Theory 
methods. They asserted their presence through statements made by the participants. These 
themes also became more apparent as the participants explained their logic behind the behaviors 
they described as they shared their stories. The themes included: Cultural Translator, Seeking 
Help, Communication Challenges, Cultural Identity, Mitigating Relationships, Presence, and 
Rigid Healthcare System. Together these themes and associated sub-themes form the elements of 
the cultural translation process. The interrelationships between the elements were highlighted in 
the model of cultural translation provided in Appendix E, bringing the role of cultural translator 
into the forefront of caregiving for cognitively impaired multilingual older adults.  
Cultural Translator 
Exploring how one becomes a cultural translator is worth investigating.  In this short 
study family members expressed how they cared for someone with dementia who spoke another 
language and were not part of the dominant culture in the environment where they were located. 
Many participants explained how they provided care, paying close attention to behavioral 
nuance, body language even when the person they cared for reverted to their primary language as 
an indicator to their current mood and temperament. While Emerson could not fathom placing a 
family member in long term care, others did make the placement with what some would state 
was a marginally successful outcome. Participants provided insight to institutionalization or 
long-term care placement later in this study; however, one common thread is that they still 
needed to be actively involved in the care being provided.  
The family members provided guidance on how their loved one should be cared for, what 
foods they enjoyed, at times bringing meals with them to evoke a familiar feeling, conjure a 
memory with a familiar aroma associated with food or a memory related to a particular meal in 
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order to stimulate their appetite. As a formal caregiver who works in long term care explained, 
the organizations do not gather information on the language spoken by the resident on admission; 
that information is discovered while performing routine assessments which include evaluating 
skin and evaluating for memory issues. They may notice that the resident (as they are referred to 
in long term care) does not answer questions appropriately, or that the resident is answering in a 
different language. Even then a translation service is not readily available and translation tools 
on the internet are inaccessible since they are usually blocked from the staff, forcing them to use 
the translation application on a smartphone while at work. This may create a conflict for the staff 
who could be reprimanded for using their phone while at work despite the translation service 
being available only on their phone. 
 The other resource where the staff may seek assistance is from the family member. The 
family member has a wealth of information that can support the staff as they plan the care that 
they can provide to the patient. This was a significant pattern of behavior noted throughout the 
study (Holden & Von Kortzfleisch, 2004). Winter explained that when the Filipino caregivers 
were in the home caring for her Mother, the staff would write and verbalize the statements made 
by her mother in Greek. They would ask her to translate and they learned specific words to 
communicate such as the Greek words for water, bathroom and hunger.  
Studies by Scharlach et al (2006) and Ducharme et al, (2008) concluded that caregivers 
sought lower use of healthcare services due to a lack of cultural awareness by the staff, and an 
overall language barrier within the healthcare system. The findings of this study indicate that 
while this situation may still be accurate, alternatively, caregivers may be seeking help and not 
finding the support they need from the healthcare system. It is important for the Unites States 
healthcare system to be more responsive to the needs of its population. A potentially valuable 
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finding of this study is the idea of the cultural translator and the insights this role could play 
within the healthcare system.  This finding is consistent with Bedecker and Fainauer’s (2006) 
suggestion that the “translators today need to be aware of the importance of their role as cultural 
mediators in order to produce texts that function as communicative instruments in the target 
cultures,” (p. 133).  The role of the cultural translator is to be a mediator between the patient and 
the system and anyone with a knowledge gap on the norms and behaviors of the person they care 
caring for. The cultural translator does not focus solely on the language as detached text to be 
decoded for the healthcare staff on behalf of the patient. Instead they should view language as an 
integral part of the patient that supports personal expression of who they are, and how they 
interact with the world. This is partially because language translation is complex, there is not 
always a written equivalent for the text being translated, but an interpretation of the message to 
be conveyed is considered when translating. I propose that similar considerations should be taken 
in to account when caring for and interpreting the behaviors of multilingual older adults with 
Dementia.  
Seeking Help 
 Formal and informal caregivers indicated that they sought resources to support how they 
cared for the multilingual older adult with Dementia but the services and information they sought 
varied. Nevertheless, both groups displayed help seeking behavior and both acknowledged the 
need for support and education. Informal caregivers wanted information on the disease process 
and wanted to understand the progression of the disease in order to plan for the care of their 
family member in the home. They sought ways to surround their family member with people 
who could provide safe, gentle care while respecting their cultural norms and at times interacting 
if possible in their preferred language.   
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The formal caregivers sought help understanding how to care for their patients. The care 
was complicated by a language and cultural barrier that made communication between the care 
giver and the care recipient a challenge. These helps seeking behaviors were in alignment with a 
study by Brown and Chen (2008) who focused on husbands’ patterns of seeking help for their 
wives as they experienced dementia. They noted that the participants sought help based on the 
change in patterns of behaviors or health displayed by their wives. The men had a cyclical 
pattern of seeking help, which they repeated with each notable change in behavior or health 
issue. This is also noted in the participants of this study. Seeking help understanding the disease 
process, seeking help to determine what services in the community could be beneficial were 
discussed in varying ways and often when the caregiver noted there was a change in behavior, a 
change in health or in the way the interactions occurred (Brown & Chen, 2007).   
Informal and formal caregiver highlighted the fact that people were often placed in 
institutional care due to safety issues, along with difficulty with daily living activities and 
caregiver fatigue. This was another way of seeking help, because for most informal caregivers 
the preference would have been to support their family member at home. To care for them at 
home in an environment that was familiar, and comforting. However, safety issues such as 
finding a parent locked outside the home, forgetting that the stove was on, and driving the care in 
the back yard being unable to recognize the home were seen as safety triggers that warranted 
higher levels of attention and supervision (Reinhard, Feinberg, Choula & Houser, 2015; 
Carpentier, Bernard, Grenier & Guberman, 2010). Other challenges included caregiver fatigue 
associated with constantly preventing harm while in the home due to cognitive changes like poor 
judgement. Additional cognitive changes include not being able to recall the bathroom and using 
the wrong area as a bathroom, leaving the stove or oven on while cooking. Caregiver stress and 
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burden are other reasons for the seeking help. Caregivers experience a repetition of statements, 
behaviors for example; simply answering the same question and having the same conversation 
repeatedly. All of these take a toll on the caregiver; and while they understand that these issues 
are unintentional they are not consistently provided with ways to manage these behaviors. Thus, 
safety issues and caregiver burden were cited as a common concern leading to 
institutionalization in several studies and the outcomes of this study support this data (D'onofrio, 
et al., 2015; Chiao, Wu & Hsiao, 2015; van der Lee, Bakker, Duivenvoorden & Dröes, 2014).  
 Leaning illustrated a reliance on resources from the informal caregivers and the 
recognition of the need for specific resources.  The informal caregivers made themselves 
available to the healthcare staff at varying times throughout the day. In addition, they can be 
accessed at times when specific challenges arise. Reliance on the informal caregivers as 
resources helped alleviate the discomfort that formal caregivers could have experienced due to 
lack of knowledge of the language, or cultural background of that patient. Leaning is the clear 
indication that someone took an active role to direct the healthcare system to provide culturally 
appropriate care. 
Rigid Healthcare System 
 The Unites States healthcare system is formidable and has a culture of its own. I would 
describe the United States Healthcare system as a rigid system. The reasoning is that all aspect of 
care are and rightfully so regulated and governed by rules that carry legal ramifications if not 
followed.  The healthcare system’s culture also includes guidelines such as patient safety and 
quality indicators, along with best practice guides. Quality indicators are used to gauge the 
efficacy of healthcare services (Hughes, 2008) Other facets of the healthcare system’s rigidity 
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include the Electronic Medical Records which are only written in English making the active 
participation of English as Second Language users in their care a challenge. 
In essence, the healthcare system inadvertently restricts the staff from using the available 
resources such as the internet to find ways to support patients, but also restricts the use of 
personal cell phones in the same way. The staff can be penalized or reprimanded for using their 
personal phones on the unit especially if the leadership does not understand the reason for use.   
These examples highlight the rigidity of the healthcare system in ways that could be 
managed well if the time were allotted to address these issues. The system could provide 
guidelines on when to use a cell phone if a computer was unavailable for work. A computer with 
access to specific sites for translation could also be made available to the long-term care units to 
support staff while improving the access to needed resources. Each organization could develop a 
policy that supported access to translation services in a way that is cost effective. This would 
support increasing patient comfort in long term care and managing relationships between formal 
caregivers and family members when patients are institutionalized due to dementia. A number of 
studies have applied quality of life as measure to good care in long term facilities (Smit, 2016). 
One study looked at engagement in activity as a quality of life indicator; and found that level of 
activity engagement supported higher quality of life (Beerens et al., 2014). The quality of life of 
the multilingual cognitively impaired older adult should also be considered, however the ability 
to engage in activities may be hindered in some organizations due to lack of interpreter support. 
Cultural Identity 
 Kashima, Kashima & Kidd, (2014) state “the type of cultures that humans have is 
inconceivable without language (p. 46)”. They go on to explain that “Humans use language to 
form, maintain, and transform their cultures” (p.46). This highlights the embedded nature of 
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culture, it bidirectional relationship to language and why it contributes to the development of 
cultural identity. The challenges that come from not understanding the language, the culture can 
lead to challenges in how to care for someone who speaks a language other than English. 
While I acknowledge communication, challenges were an expected issue prior to 
conducting this study, I anticipated that some who have attempted to use language translation 
services would have been able to provide some guidance of how to effectively use this service. 
As one of the participants Peyton points out, this service was available while caring for a Nepali 
patient; however, the language translation was not beneficial at the time. There was difficulty on 
the patient’s part understanding the process for translation. This phenomenon was echoed by 
Charlie who while caring for a patient used a translation service to assist with communication.  
These participants highlight some challenges associated with language translation, which 
is the understanding mainly by the person seeking interpretation that a word for word translation 
may not be feasible. Another challenge to consider in translation is that a word may require the 
understanding of a concept and its meaning in the English language that is potentially associated 
with the culture in the United states for it to be considered and appropriately translated in another 
language. That word then needs more than a linguistic translation it requires an understanding of 
the underlying concept and the thought that needed to be conveyed. This understanding of 
translation has been a conceptual idea conveyed since 1959 by Jacobson. Researcher in England 
published a study that highlighted the higher risk for frustration and agitation. In this study 
participants discussed how considerations for ethnicity and culture affected agitation. The 
findings indicated that agitation increased when cultural needs were unmet (Cooper, Rapaport, 




 Presence is a theme that refers to a time when the realities for the patient and the 
caregiver do not match, but the caregiver makes the conscious decision and effort to meet be 
aware and in the movement with the person. If the caregiver did not attempt to be present with 
the patient the timeframes and the experience between the caregiver and the patient would be 
difficult to manage. The two are not experiencing the same reality, leading to a mismatched 
timeline; this can cause significant conflict.  
 For the caregivers making the connection with the person is helpful, they want to 
understand the person’s mood, their personality and get to know them. For the family it may 
mean being present while mourning the person they knew, they knew, the person they 
understood or shared many life experiences with. For the caregiver meeting them where they are 
provides an opportunity to get a glimpse of the person they cared for and to understand their 
lives in a different timeframe. There are a number of studies that support this form of connecting. 
It is called validation therapy in the literature and is now widely supported (Feil, 2014; 
Woodberry et al, 2015; Moore, 2015).  
 In conclusion, the data that emerged from this study support several aims. One obvious 
area of acknowledgement is that people with a dementia diagnosis who speak a language other 
than English have a tendency to revert to their primary language. Not only is the reversion to 
another language a challenge, but understanding how those challenges may affect interactions, 
and relationships among family members and caregiver is important. Another important outcome 
of this study is the need for increased knowledge of varying cultures and cultural norms. The 
culture is embedded in a person’s conduct. Dementia influences interactions in a cultural context. 
Understanding how this affects or changes the person’s personality is significant to planning for 
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care, providing direct care and to re-envisioning the delivery of services in varying locations 
such as acute and long-term care, assisted living, and homecare.  
Mitigating Relationships 
 Managing relationships among family members, formal and informal caregivers emerged 
as another theme. A number of codes associated with relationships and their nuances brought this 
theme to the forefront. For informal caregivers and family members the relationships were either 
supportive or strained. The code “All In” outlined scenarios where family members living near 
and away from the older adult with dementia discussed the care being provided.  The families 
shared storied about their parent grandparent, discussed healthcare needs, health care challenges 
and agreed on healthcare plans. They were aware of what was happening with their parent and 
respected the decision of the person they agreed would be the primary advocate, or legal 
healthcare representative for their loved one. In those relationships they agreed to be supportive, 
they agreed to listen, empathize with a clear understanding that being the decision maker and 
living with the caregiving responsibilities was a challenge. Thus, not making the caregiving 
experience more difficult than it needed to be was a conscious decision for those who were 
farther away or who could not be more visible and present in the care being provided. 
 Emerson had similar experiences stating that with her family and took a hands-on 
approach to providing care. They often shared what was occurring with their grandmother with 
the entire family. This was to help maintain awareness of her grandmother’s conditions and 
monitor progression of the disease. Consistent communication within the family also allowed the 
family member to feel that they knew and what was happening to their grandmother and focus on 
team care. This form of interaction, where a more jovial tone was encouraged along with shared 
storytelling among the family members highlight findings from a study indicating that in some 
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culture care may be difficult, but it is not seen as a burden simply a part of being a family 
(Conell, Janevic, & Gallant, 2001). 
The ‘Hands Off” approach noted some of the relationships seemed especially difficult. 
One informal caregiver had to wrestle with the fact that the person she cared for selected her 
brother in another state as a primary representative because, based on her culture, the son was the 
leader and thus the decision maker. Jules had a better understanding of the healthcare system, 
took care of her mother in her home, sought long term care placement by evaluating varying 
institutions, follow up on waiting list for placement. With all of her efforts, her understanding of 
the healthcare system, the travel time required to visit varying long-term care organizations, the 
many phone calls requesting assistance with translation, education on culture, being the primary 
advocate and developing translation/communication boards, she was not recognized as the 
primary healthcare decision maker. Her culture dictated that her brother would be recognized and 
have the legal responsibility for decision making and that is what happened. Her brother did not 
consult with her often on decisions, but she offered her recommendations, provided support to 
staff and became an advocate to support her mother during a challenging time.  
 Nico also experienced some challenges with family relationships however the challenges 
were different. Those challenges stemmed from a loss of spontaneity with family outings and 
time together. Nico felt the lack of support from other family members. The fact that her sister 
was unwilling to help care for their mother was painful for her, leading to her anger and 
disappointment with her siblings. Nico later explains that caring for a parent with Dementia at 
home also affected her children. These experiences highlight the realities of caring for a 
chronically ill loved one at home, including strain, the lack or loss of spontaneity and in general 
the challenge it poses on the family. This is supported in the literature as caregiver strain, and 
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burden are discussed with respect to the stressors of caring for a parent with dementia. The 
stressors including potential declines noted by the caregiver included lifestyle changes, financial 
challenges, physical and emotional strain (Gilles, 2012; McCann, Bamberg & McCann, 2015).  
Cultural Translator 
All participants portrayed the notion of a cultural translator as a resource to learn more 
about the patient, to understand what the patient was communicating to them, and at times how 
their body language conveyed a message.  
 The participants who sought help from their patients’ family members were usually 
acting as formal caregivers. They were being compensated to provide care and represented a 
healthcare organization. Bailey and Taylor both formal caregivers explained that they 
consistently seek assistance from the family first, then maybe an available staff member if 
possible when caring for someone who speaks a different language. They want to understand 
their patients’ needs and tend to them to prevent discomfort especially in an institutional setting 
(D'onofrio, 2015).  When someone take on the responsibility of interpreting behaviors, language, 
linguistic terms, and informing others of a culture they are taking on the role of the cultural 
translator. This is the process that occurs when the staff realize that they need the support, and 
seeking that education from the family and if unavailable a staff member within the organization.  
 Taylor discussed the use of available staff as an alternative when family were not readily 
available to assist with translation. Taylor explains that in her organization the same aides were 
assigned to the Dementia care unit for continuity of care, to ensure that the staff had an 
opportunity to understand and learn about their patients.  
 Winter explained that the staff with Filipino background who cared for her mother at 
home kept a log of terms written phonetically in order for them to understand her mother. They 
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also called her when needed to try to understand what her mother was attempting to 
communicate with them when speaking suing Greek language. Jules’ whose mother spoke 
Japanese expressed the similar experiences of being called at work or at home to translate the 
statements her mother was making in Japanese (Cooper et al., 2018). Emerson ensured that she 
or a family member who spoke Haitian creole were always at the medical appointments in order 
to translate and explain certain cultural norms when needed for healthcare professionals or any 
others who would interact with her grandmother. These are all features of the role of the cultural 
translator. The informal caregivers did not express discontent with this unspoken arrangement 
but there were unexpected consequences related to the calls and request from the organizations. 
From the family members’ perspective these are also stressors associated with caregiver burden 
as the worry regarding care and communication with the ailing family members is never far from 
their mind or daily responsibilities (Maseda et al., 2015).  
Having the ability to speak with someone who can interpret and decipher behaviors, 
preferences and ways of being through culture would is a benefit for this population. 
Determining effective communication techniques during the admission process is another step 
needed to allow the staff within the healthcare organization to prepare a communication plan for 
the patient. These actions would identify varying methods of communication for the patient and 
decrease the challenges and frustrations associated with communication in this population (Sun 
et al., 2018; Gaugler, Yu, Krichbaum & Wyman, 2009). These are all actions performed by the 
cultural translators who participated in this study. 
The cultural translator based on my observations in this study, is one who understands a 
culture, understands the language including the traditions and associated behaviors of that culture 
and can educate those outside of it. In this study the cultural translator was an intermediary 
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communicator between the multilingual older adult with dementia and the staff within the 
healthcare system. The cultural translator provided timely verbal translation and cultural 
education to those who were interacting with the multilingual cognitively impaired older adult. 
This role was a valuable and necessary part of both the patient and healthcare staff’s care team, 
as they supported communication and cultural understanding between the caregiver and care 
recipient. I will discuss the outcome of this study in the context of Systems Transitions Theory in 
















SITUATING SYSTEMS TRANSITIONS THEORY 
Introduction 
Systems Transitions Theory was proposed as a method to evaluate the movement of a 
population that needed support from a systems perspective. This theory was proposed at the 
onset of the study as a middle range theory that would support varying populations. The 
discussion began with identifying individual characteristics that can be evaluated systematically. 
It then moved to higher levels while identifying links and relationships within communities to 
determine outcomes. Eventually, the theory would use evidence as application to inform higher 
systems such as organizations and policy. How can the healthcare system in this case, recognize 
this population to accurately quantify the potential number of people who may fit this category? 
How can the healthcare system then gage the scope of the problem and accommodate their needs 
with appropriate services and human resources? The findings from this study are now analyzed 
within the structural definitions of Systems Transitions Theory. This study begins the 
development of this theory within the context of the multilingual cognitively impaired older 
adult population. Levels within the system are reviewed in the next section by providing 
evidence from the cultural translation process that informs each of the theoretical levels 
(Appendix A).   
The findings of this study have provided data to support a preliminary theory to four of 
the levels. These levels include: The Individual level, the Micro-transition level, Meso-Transition 
level and lastly the Chronosystem level. The first two levels were found to be interrelated. The 
Individual level was informed indirectly based on the data provided by the caregivers both 
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formal and informal. Their experiences and their consistent interactions with this population 
afforded me significant insights on how dementia affected those they cared for.  
1. Individual Level 
The Individual level was informed indirectly based on the data provided by the caregivers 
both formal and informal. In this level the experiences shared by the informal or family 
caregivers were especially telling. The informal caregivers explained the struggle their loved 
experienced being diagnosed with Dementia, Wendy explained that her mother changed, she 
became a different person. She interacted with other less often. Her mother did not direct 
conversations as often and gradually retreated or isolated herself from the family.  
Jules indicated that her mother became less verbal and had to rely increasingly on 
nonverbal communication. This level may manifest itself as the person with the Dementia 
diagnosis undergoes the initial changes, the awareness and potential isolation that the patient 
experiences. In fact, any experience expressed during the initial phase of the disease by the 
Multilingual Older adult with Dementia may be associated with this level. The process 
associated with coping displayed and expressed by the person may be an important key to 
planning care, including caring for legal and healthcare representation.  
2. Micro - Transition Level 
This level allows the researcher to identify the dynamics and sphere of influence. At this 
level the data suggest that interactions associated with the care of the patient and the formal or 
informal caregiver can influence the patient. For example, the role of the cultural translator as 
educator informs the care and actions provided by the caregivers. This role would influence how 
the care recipient is cared for and how they react to the care provided. These interactions would 
increase the understanding of the culture, the language and the context of the statements shared 
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when they are communicated with those involved in the person’s care. The sphere of influence 
here rest mainly with the cultural translator, the person who understands the person, the meaning 
behind the statements and behaviors displayed. The person who can help the staff and other who 
interact with the multilingual older adult with dementia understand the person who they are 
caring for in order to connect and develop a relationship that facilitates caring. 
3. Meso - Transition Level  
This level allows determination of how people are affected or influenced by those links and 
interactions. The Meso-Transition level evaluates how the caregiver’s consistent communication 
can help the client feel cared-for. The interactions provided by a calm tone of voice, by someone 
known to the care recipient even if they cannot recall a name, are explored. How would the 
patient know this person can be trusted to be gentile, caring and careful? Participants mentioned 
that when the caregiver was trusted the patient was not afraid, while other caregivers induced 
fear. Wendy explained that she trusted her mother was well cared for when she arrived home and 
the environment was clam and her mother was relaxed. In contrast, Jules believed that the 
interactions between her mother and the formal caregivers were negative when she noticed that 
her mother would cower and look down as if she had lost battles with those specific caregivers. 
She also states that her mother would cling to her when she visited, instilling the thought that she 
needed to move her mother to another organization that could be more gentile and understanding 
of her mother’s condition. Clinging, cowering and looking down were the behavioral triggers 
that informed Jules of her mother and the formal caregiver’s interactions. 
Interactions between caregivers and patient if done with purpose using cultural cues 
known by the patient could be more comfortable and less stressful. Participants believed that 
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negative interactions and fear might decrease if caregivers were more attuned to the patient’s 
culture. 
4. Chrono - Transitional Level 
This level identifies triggers that would indicate life changes for the individual while also 
identifying quantifiable patterns leading to escalation of issues and problems to other levels 
within systems transition theory. The Chrono-Transition level focuses on the movement of the 
Multilingual older adult in their reality. It is their movement in time and mood that signals the 
potential severity of the disease for the patient. As the disease progresses the frequency pf 
movement to a time that does not meet the reality being experienced by the caregiver increases. 
While many expressed that they experienced the change in their patient or loved one as they 
experience time, and mood changes in reality. The relationship between that reality, the duration 
of time spent in that reality and the need to reinforce those memories required more exploration. 
The informal caregivers especially were unsure how to respond to some of those instances. The 
participants were quite aware of the need for the care recipient’s orientation to time and their 
reactions to multiple social interactions. Winter noticed a similar phenomenon in her mother. She 
indicates that she and her family members attempted to reorient her mother to place and time in 
order to follow their conversations. However, her mother’s reaction to this was to decrease social 
interactions, this was supported in the literature by (Chen & Schulz, 2016) who focus on varying 
way to reach early dementia patients who are isolated.  
 The findings of this study inform the healthcare community by providing depth and 
greater understanding on how dementia affects the multilingual older adult population and the 
formal and informal caregivers who support them. This study also makes the links on the varying 
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ways caregivers both formal and informal seek help and how they can provide the support they 
are seeking to each other.   
 In conclusion, the initial model presented in Systems Transitions Theory is appropriate. 
The model focused on the population of interest and the relationships with those who provide the 
care they need; that was as the micro-transition level. The Meso-transition level requires further 
research, to identify what communication tools can be applied consistently to support effective 
communication and collaboration between patient who needs care, the family members who are 
seeking care services and those in the healthcare systems who are responsible for providing safe, 
timely and appropriate care. Further research is needed to outline how the role of the cultural 
translator and the process of cultural translation continue in the exo-transition and macro-
transition levels.  
Study Conclusions 
 As the primary investigator, I found this study incredibly interesting and insightful. I 
suppose that would be the expectation especially for a novice researcher; however, the insights 
gained from the stories shared left a lasting imprint on my understanding of the participants 
experiences and how the caregiving they have provided affect their lives.  My experience with 
this population afforded me some insights.  For example, the daily responsibilities associated 
with caregiving to this population is not something that I experienced as an informal caregiver. 
My experience as a formal caregiver also provided a glimpse from the perspective of a nursing 
assistant at the time, but not from the perspective of a registered nurse guiding care and 
interacting with the family members daily. In the next section I discuss the many conclusions 
drawn from this study, along with the implications for nursing and healthcare.   
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 First, many people who have dementia and speak another language revert to their primary 
language. This phenomenon is not well known by professionals in our current healthcare system 
and the awareness is needed to support how care and how services are provided for this 
population. Kees de Bot and Makoni (2005) observed and reported this phenomenon, while 
Copper et al. (2018), discuss the increase in agitation in this population due to frustration with 
communication. These findings are significant due to the increasing prevalence of dementia in 
the Multilingual population in the US which requires some accommodations and the 
identification of appropriate services from the healthcare community.   
Second, both formal and informal caregivers seek support to understand how to care for 
this population in the home and in healthcare organizations. Home caregivers identified a need to 
speak to a healthcare professional who could explain the trajectory of the varying types and 
manifestations of dementia (Robinson, Elder, Emden, Lea, Turner & Vickers, 2009). Another 
aspect of seeking help came from the informal caregivers who not only wanted to know the 
trajectory if the disease, but also needed a way to learn about the available services for this 
population within their community. The literature indicates a general feeling of responsibility to 
care for older adults in varying ethnic and multilingual populations (Fauth et al., 2012; 
Carpentier, Bernard, Grenier & Guberman, 2010). This sense of responsibility leads to positive 
health outcome for the person with dementia however, the same situation leads to increase stress 
and negative health outcomes for the caregiver (Reinhart et al., 2015). Thus, understanding the 
disease process and learning its progression would be valuable in this community.  
Third, informal caregivers in this community should be evaluated for caregiver fatigue 
and should be given some direction and tools on how to decrease the effects of these stressors. 
Informal caregivers are an integral part of the healthcare system, caring for them in the form of 
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self-managed tools is a benefit. Not only does it support the caregivers who often are not 
compensated for their services; their care is a cost benefit to our society (Chen, Huang, Yeh, 
Huang & Chen, 2015; Reinhard, Feinberg, Choula & Houser, 2015).  
Four, caregivers need a guide on how to communicate with Multilingual Older Adults 
with Cognitive Impairment such as Dementia. One participant offered a statement she coined 
“The list of possibilities” as a way to review what could be causing the behaviors and possible 
ways to care for this populations. The list of possibilities included tending to physical and 
biological needs using visual aids such as the picture of a cup for thirst or using the picture of a 
tub or toilet seat for bathroom. Such a guide for lay caregivers could be developed and expanded 
to include a word board, a picture board, using internet translation services available online such 
as google translate, informal translators such as a coworker within the organization, or a 
professional in person translator. The use of internet translation services has not been discussed 
in the literature. If a reliable online translation tool could be identified developing 
communication tools using this resource would be a viable and important source of low cost 
translation service. However, the online tool may lack the cultural history and knowledge needed 
for translation. This is another dimension that would require careful consideration and study.  
Five, cultural identity plays a significant role in this population’s daily life affecting their 
interactions, their preferences in meals, past-time, how they behave, and their care needs. The 
need to remain open minded and being willing to learn about other cultures is a necessity in a 
multicultural, multiethnic country such as the United States. Teaching formal caregivers and 
other healthcare professionals how to be culturally aware requires greater emphasis within the 
healthcare system. While education has been implemented to facilitate understanding of what it 
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means to be culturally aware, knowing what this looks like and how to behave like a culturally 
aware professional needs further demonstration.  
Six, the role of the Cultural translator can be a key factor in the care provided for this 
population. The cultural translator in healthcare could help increase cultural awareness and 
congruence as we attempt to provide culturally appropriate care to Multilingual cognitively 
impaired older adults (Bedeker, & Feinauer, 2006). Using cultural translators could be another 
tangible way to implement The National Culturally and Linguistically Appropriate Services 
Standards, known as the National CLAS standards.  These standards help organizations focus on 
equity of care, ensuring appropriate language services are provided for communication and 
healthcare education. The standards also discuss organizational quality improvement efforts to 
decrease complaints. I believe that adding a cultural translator component as a way to help meet 
the CLAS standards would help increase cultural understanding and highlight the efforts being 
made by organizations to support diverse communities (US Department of Health and Human 
Services, 2014).  
Lastly, the process for cultural translation should be outlined for the healthcare 
community. The use of cultural translation as a process must be well documented to test 
attributes and later implement within the healthcare system. Again, the role of cultural translator 
goes beyond that of a linguistic translator where the focus maybe on text spoken or written. 
Instead cultural translation is the movement of understanding between one particular culture to 
another; this transition includes language, food and cultural knowledge. The process observed 
during this study leads me to believe that the title of Systems Transitions Theory should be 
changed for the future, this should be named Systems Transitions Theory of Cultural Translation 
in Healthcare.  
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Study Limitations and Strengths 
Limitations 
 As a novice researcher I am thrilled that I was able to initiate and complete my first 
study. Inherent in my growth as a researcher is the performance of self-evaluation. I have gained 
awareness of my biases and their effect on my work and future growth.  With this in mind, I have 
identified several limitations in this investigation noted in this study related to my lack of 
experience as a researcher and the anti- immigrant political climate,  
 My lack of experience as a researcher influenced the planning of the study, including the 
interview questions and follow up based on participant responses. In a number of the initial 
interviews I focused on asking the questions precisely as written, to ensure that I was not 
influencing how the participants responded to the nature of the questions. During the research I 
kept three notebooks that chronicled details prior to the interviews, during the interviews and 
thoughts after the interviews. I had a separate notebook for memoing, and for developing links 
through a process of “mind mapping.” All of the notes were not with me all of the time, later 
creating a bit of a mess as I attempted to analyze my first three sets of data and develop codes.  
 The timeline for the interviews was also a limitation as the political climate made it 
extremely difficult to recruit participants. The population of focus for this study inadvertently 
added an unexpected level of political awareness to the study. It is clear that the anti-immigrant 
climate had a negative effect on the recruitment of participants. The outcomes of this study make 
the need to increase our cultural awareness and understanding more obvious. My committee and 
I initially believed 25 participants would be appropriate. However, after several potential 
participants declined I had to submit a research amendment which was approved by the 
COMIRB in April of 2018. I then redistributed my recruitment index cards and highlighted that 
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signed consent was not required. The participants were informed they still needed to meet all of 
the research criteria and would need to be able to read English. Despite this effort, I was unable 
to recruit additional participants. However, the experience and the information from current 
events has highlighted that for some members of the immigrant population, the political climate 
has ignited fear of retaliation regardless of status.  
Strengths 
 The strengths of the study lie in the participation by many willing caregivers who were 
able to provide their perspectives and experiences on caring for this population. Participants 
included those who were not compensated for the care they provided, known as informal 
caregivers, as well as those who were compensated, known as formal caregivers. A pleasant 
surprise was those participants who were able to provide perspectives from both formal and 
informal caregiving experiences. These participants were healthcare providers who had 
interacted formally with patients in the population of interest while also caring for a loved one in 
this population. Moreover, the participants were residents of several US states, representing 
perspectives beyond New York state and knowledgeable of a wide variety of available resources.  
Thus, when participants indicated that the recourses they sought for their loved one were sparse 
or did not meet their needs I was able to delve further regarding what services they sought rather 
than worry about the lack of services being contained to one area. 
 A final strength was the copious amounts of notes taken during the study, allowing me to 
review my thoughts often and identify patterns with increased ease as I interviewed participants. 
Future notes will be better consolidated, as stated earlier; however, with the data and notes at my 
disposal, my research process was enhanced and discussions with my mentor facilitated, 
strengthening the analysis and interpretation of findings.  
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Implications for Policy 
 The healthcare community needs to be more accommodating to the multilingual 
community when providing care. The Affordable Care Act increased the requirement for 
healthcare organizations to offer healthcare instructions and teaching using the patient’s 
preferred language. This is not new, simply an extension of the US Civil Rights law of 1964 that 
requires further attention. As a healthcare system the use of interpreter services could be 
evaluated by requiring annual reporting of interpreter use including the modality applied for the 
service.  
Implications for Future 
 The multilingual cognitively impaired older adults are not the only ones who would 
benefit from this study. The healthcare professionals and the informal care givers also stand to 
benefit from this study’s findings. Implications for the future practice include a focus on 
culturally and linguistically appropriate care based upon the awareness that cultural identity can 
influence their behaviors (Dervin, 2012). Healthcare providers and community leaders need to be 
aware of the phenomenon of language reversion in older adults with dementia who speak a 
language other than English. Developing effective tools and interventions to support 
communication with this population is very important and needs further investigation. Effective 
Communication tools that gauge pain reports, and non-pharmacological methods to decrease 
agitation are needed in working with this multilingual population.  
 One of the outcome of this study was that family members wanted and needed to know 
about the trajectory of the disease, the healthcare community and healthcare professionals must 
be able to offer that information and support referrals to services. Further exploration of the 
characteristics of a Cultural Translator will be necessary to determine who can serve in this role 
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and the knowledge needed to be effective in that role. The role of the cultural translator 
traditionally held by a family member or someone who can provide nuances on how to 
communicate, interpret actions and behaviors of the multilingual older adult with dementia is 
also a need. 
The process for cultural translation as it occurred in this research was not performed 
consciously. The caregivers found ways to manage the situation in order to support their patients 
or family members. The process forces attention on the multilingual older person’s cultural 
identify, their behaviors and reactions to determine the efficacy of care and support trusting 
communication to facilitate care.   
Implications for Current Practice 
The implications for healthcare based on this study are to recognize the family and if 
possible, a cultural translator as an integral member of the care team to support communication 
and understanding of the cultural nuances required to care for the multilingual older adults with 
Dementia. This study reinforces the need for all healthcare professionals to be open minded, and 
to ask questions regarding patient behaviors, and cultural norms to increase the understanding of 
how patients and their family members, make decisions. When using translator services the focus 
should be on conveying a concept and thought rather than focusing solely on a word for word 
linguistic translation (Hsieh, 2015). Being aware of the inherent process of cultural translation, 
helping to move knowledge from one person or one area to another, is also an important and 
valuable outcome. There are some immediate action items that could be implemented as a result 
of the model of cultural translation findings. These actions include providing training on how to 
use interpreter skills, how to prepare for a healthcare visit with an interpreter, and how to plan 
for longer patient care visits. Lastly getting a good grasp of the demographic of multilingual 
104 
 
population in the area where care occurs is also needed to provide culturally appropriate 
guidelines such as how to interact with this population without being disrespectful (Rocque & 
Leanza, 2015) and how to display humility when communication is interpreted as such.  
 Developing a partnership between a translation service company and an organization to 
help facilitate efficient and accurate communication while using an interpreter who can act as a 
cultural translator would be an appropriate way to introduce this role to the healthcare 
community. While a program of cultural interpreters may be a challenge to develop, professional 
linguistic interpreters may have some cultural knowledge that could be applied in these 
circumstances. Training would be needed for the interpreter, and the healthcare providers for 
effective communication to occur during a patient visit within a healthcare organization. At a 
minimum this training should include the time requirements for the visit and cultural norms 
regarding verbal and non-verbal communication with the patient. It is essential for training to 
address cultural practices such as personal space, touching, and hugging. Training should also 
outline the appropriate response or reaction if the healthcare provider is in any way disrespectful 
to the patient. Exploring different modes of communication using and the nuance for translating 
and applying the role of the cultural translator via phone or telehealth should also be considered. 
The efficacy of the training should also be evaluated.  
Two recent studies have indicated a need for training to be provided for healthcare staff 
to promote effective use of an interpreter. One study done in Finland highlighted a need for 
interpreters for patient teaching of healthcare processes, disease management and treatment to 
occur. However, interpreter use was attenuated by lack of trust relaying what was discussed 
between the interpreter and the patient, the increased time required for communication, and the 
added work required to find an interpreter. If the role of the interpreter could be enhanced to 
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include that of the cultural translator when appropriate, the care provided would be more 
satisfactory for the patient and the caregiver (Brisset, Leanza & Laforest, 2013; Eklöf, Hupli & 
Leino‐Kilpi, 2015).  
Future Research 
The findings of this study have provided many ideas and potential areas for future 
research. While this informs some gaps in the literature it also leads to many future opportunities 
for research. The model of cultural translation articulates six conceptual elements i.e. the 
identified themes and sub-themes, and the proposed interrelationships between them. This new 
model can provide a roadmap for research moving forward. The following questions are 
proposed as examples that can be studied as they relate to each conceptual element: Seeking 
Help- Are the triggers for help identified in this study similar in other cultures? 
1) Presence- Determine when and how to apply presence as a therapeutic 
communication technique in the home and in varying organizations? 
2) Mitigating relationships- How to increase understanding of mourning by the 
healthcare staff, to increase positive relationships between the family and staff, thus 
allowing families to cope with the loss?  
3) Cultural Translator- How does this role move forward in other levels of the theory? 
4) Cultural Identity- How to manage cultural identity while providing care to all within 
the healthcare system?  
5) Rigid Healthcare System- How to help the system become more flexible to support 
the community? What policies need to be reviewed, evaluated and changed to support 
this population and their caregivers? 
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Several quantitative research questions emerged from this study and could begin to fill 
some of the gaps that still remain regarding this population. First, 1) the scope of this problem 
should be defined quantitatively by estimating the number of people who have dementia and 
speak another language. 2) Treated epidemiologically, we need to determine the prevalence and 
incidence of multilingual cognitively impaired older adults and 3) We must conduct research to 
develop interventions promoting system-wide changes. The model of cultural translation can 
provide a prototype checklist of intervention components and then subjected to further testing 
and implementation. 
Summary 
 This study was conducted to respond to several aims within the context of Systems 
Transitions Theory: to understand  how caregivers communicate with multilingual older adults 
with cognitive impairment; to learn how caregivers interpret the actions and expressions of the 
multilingual cognitively impaired older adult that they are caring for; to describe how caregivers 
determine that an event or incident was significant enough to seek medical assistance for further 
evaluation regarding the person’s cognitive status, or cognitive abilities; and to understand how 
caregivers select services from their community to support the needs of the person in their care. 
This study yielded a deeper understanding of each of these phenomena and supported a need for 
improved clinical practice, major system changes, and further research to continue to inform the 
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